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NEXT STEPS

A Guide for Families After a
Dementia Diagnosis

A diagnosis of mild cognitive impairment (MCI) or dementia can be overwhelming for many
reasons. It may feel as though the future you imagined has suddenly changed, and the uncertainty
can be deeply unsettling. You’ll also face a range of practical decisions to navigate, from how to tell
family members to choosing support resources. It’s natural to feel scared.

It’s okay to take some time to absorb the news. Acceptance doesn’t happen all at once, and it doesn’t
mean you have to like what’s happening. Everyone reacts differently, but when you feel ready, there
are steps you can take to regain a sense of direction and support. By reading this publication, you're
already taking an important first step.

This guide is here to help. The information on the following pages is drawn from over four decades
of experience working with thousands of individuals and families affected by dementia. While every
journey is different, we’ve seen time and again that certain steps can ease the path forward.

One of the first — and most helpful — things you can do is connect with support. The Duke
Dementia Family Support Program (DDFSP) is a free resource available to anyone, whether or

not they have any connection to Duke. Our team of experienced social workers is here to listen,
answer your questions, and help you figure out what’s next.

You can reach us by phone at 919-660-7510 or by email at DDFSP@duke.edu.

We hope this guide offers both practical steps and peace of mind as you navigate what’s ahead, one
day at a time. Above all, please know that you are not alone!

With warmth and care as you continue this journey,

Please note: DDFSP does not directly endorse specific resources named in this guide. The products and services listed were
recommended by family caregivers, colleagues, and vetted sources. We encourage you to use your own judgment and due
diligence when deciding which products and services are right for you.


https://dukefamilysupport.org/
https://dukefamilysupport.org/
mailto:DDFSP@duke.edu

HOW TO USE
THIS GUIDE

Just as a new dementia diagnosis can feel daunting, so too can the amount of information that comes
with it. This guide is here to help you find your footing — not to add stress. Think of this guide as a
roadmap. You do not need to read or act on everything at once.

Every family’s situation and priorities are different. Use what feels right and set aside what doesn’t.
Some steps may feel urgent for you right now, while others may become more relevant down the
road. Move through the sections at your own pace and trust your instincts. You know your loved one
better than anyone, and your insight matters. Along the way, be gentle with yourself — caregiving is
complex, and mistakes are part of being human.

You'll see links (in orange) to click on throughout the guide, leading you to articles, tools,
instructions, and organizations. These are meant to support you with additional information. Follow
the links when you’re ready or when a topic applies to your situation.

Most caregivers find it helpful to start with one or two sections that feel immediately useful — for
example, “Telling Others,” “Legal Matters,” or “Build Your Team” — and return to the rest later.
Keep the guide handy, revisit it as questions come up, and allow it to be a resource to use over time.
As always, contact DDFSP at 919-660-7510 or DDFSP@duke.edu with any questions.

TELLING OTHERS

BUILD YOUR TEAM

LEGAL MATTERS



mailto:DDFSP@duke.edu

Take Time to Breathe

It’s normal to experience a mix of emotions after a dementia diagnosis — sadness,
fear, anger, even relief. The impact extends beyond the individual, touching the
whole family. Be patient with yourselves as you adjust. It takes time for a new reality
to settle in. Give yourself space to learn, accept, grieve and breathe.

Moving Toward Acceptance

“Acceptance is a choice to be with your situation just as it is. Developing an attitude of
acceptance doesn’t mean you're supporting the unfairness of the situation. It simply means that
you accept what you can’t change.”

How to embrace acceptance:

1. Realize that some things are beyond your control

2. Be a good enough care partner — you don’t have to be perfect

3. Give yourself grace — you won'’t get everything right, and it’s okay
4. Be open to whatever emotions you may feel

Excerpted and adapted from Mayo Clinic on Alzheimer’s Disease and Other Dementias,
Revised and Updated, 2025, pages 249-252



https://mcpress.mayoclinic.org/product/mayo-clinic-on-alzheimers-disease-and-other-dementias-revised-and-updated/
https://mcpress.mayoclinic.org/product/mayo-clinic-on-alzheimers-disease-and-other-dementias-revised-and-updated/

Take Time to Breathe

If you're feeling anxious or unsettled, it can help to pause and take a few moments for
yourself. The exercises below are simple ways to calm your mind, ease tension, and help
your body relax.

4-7-8 Breathing Exercise Mini-Relaxation Exercises

5-4-3-2-1 Grounding 5-Minute Body Scan Meditation

For additional ideas about how to relieve stress, check out:

Cleveland Clinic on Guided Imagery Mayo Clinic on Relaxation Techniques

I don’t like what my mother has, but I’ve learned to be

patient and accepting.
- A son



https://health.clevelandclinic.org/guided-imagery
https://www.mayoclinic.org/healthy-lifestyle/stress-management/in-depth/relaxation-technique/art-20045368
https://health.clevelandclinic.org/4-7-8-breathing
https://www.health.harvard.edu/healthbeat/mini-relaxation-exercises-a-quick-fix-in-stressful-moments
https://www.calm.com/blog/5-4-3-2-1-a-simple-exercise-to-calm-the-mind
https://www.aarp.org/videos/caregiving/5128480877001/

Educate Yourself

Gaining a clear understanding of dementia and what to expect as it progresses can make it
easier to cope and communicate effectively with your health care providers. It also empowers
you to make informed decisions about how you want to plan for the future.

o Trusted sources of information include:
o Alzheimer’s Association

(o]

Alzheimers.gov
Association for Frontotemporal Degeneration
Lewy Body Dementia Association
o NIH: Vascular Dementia

o North Carolina Caregiver Portal

(o]

(o]

« Infographics, equally trusted, but quicker reads:
o Dementia Is an Umbrella Term
o Know the 10 Signs
o Understanding Different Types of Dementia

o Educational podcasts:
o Dementia Matters
o Dementia Untangled

o If you live in the Triangle area, ask us about our DDFSP Memory Makers: An Early-

is designed for the person living with memory loss and their care partner to jointly
participate.
o Watch archived webinars from DDFSP’s Caregiver Connections Educational Series
o Suggested presentations include:
= Dementia 101 with a Duke geriatrician: Video Presentation or PowerPoint
Presentation
» Legal Tools for the Family Caregiver with a North Carolina attorney: Video
Presentation or PowerPoint Presentation
o Sign up for the Triangle Monthly E-News



https://www.alz.org/
https://www.alzheimers.gov/
https://www.theaftd.org/
https://www.lbda.org/
https://www.nia.nih.gov/health/vascular-dementia/vascular-dementia-causes-symptoms-and-treatments
https://www.nc-caregivers.com/
https://www.nia.nih.gov/sites/default/files/2025-02/dementia-umbrella-term.pdf
https://www.alz.org/dm/FY16/10Signs/10Signs.pdf
https://www.nia.nih.gov/sites/default/files/understanding-types-dementia_0.pdf?&utm_source=nia-eblast&utm_medium=email&utm_campaign=general-20250729
https://www.adrc.wisc.edu/dementia-matters
https://www.bannerhealth.com/services/alzheimers/for-caregivers/resources-for-caregivers/dementia-untangled-podcast
https://dukefamilysupport.org/files/2024/12/Memory-Makers-All-Seasons-Flyer-Dec-2024-.pdf
https://dukefamilysupport.org/files/2024/12/Memory-Makers-All-Seasons-Flyer-Dec-2024-.pdf
https://dukefamilysupport.org/caregiver-connections/
https://www.youtube.com/watch?v=5DW10-O9lUs
https://dukefamilysupport.org/files/2026/02/2026-02-09-DDFSP-Dementia-101-clean.pdf
https://dukefamilysupport.org/files/2026/02/2026-02-09-DDFSP-Dementia-101-clean.pdf
https://www.youtube.com/watch?v=3k4NFhn-2Xk
https://www.youtube.com/watch?v=3k4NFhn-2Xk
https://dukefamilysupport.org/files/2026/03/2026-Legal-Tools-for-the-Family-Caregiver.pdf
https://dukefamilysupport.org/newsletters/triangle-area-e-news/

Educate Yourself

Recommended Reading

Mayo Clinic on Alzheimer’s Disease and Other Dementias, Revised and Updated: A
guide for people with dementia and those who care for them, by Jonathan Graff-Radford,
M.D. and Angela M. Lunde, M.A., 2025.

LIVING WELL: A Guide for Persons with Mild Cognitive Impairment (MCI) & Early
Dementia, Alzheimer’s Association, 2023. Each chapter includes wellness strategies to build a
living well plan.

Living with Alzheimer’s for People with Alzheimer’s: Taking Action Workbook,
Alzheimer’s Association, 2017. Addresses common concerns and issues faced by people living with
early-stage dementia.

Living Your Best with Early-Stage Alzheimer's: An Essential Guide, by Lisa Snyder, 2010.
This book was written specifically for people living with early-stage dementia, but it is equally
helpful for families. Although published in 2010 and not current on treatment or research, it
remains an excellent overall resource.

For recommended reading later in the journey, click here.

People who are happiest are those whose expectations

are best tailored to reality.
— Barry Jacobs, psychologist and author



https://mcpress.mayoclinic.org/product/mayo-clinic-on-alzheimers-disease-and-other-dementias-revised-and-updated/
https://mcpress.mayoclinic.org/product/mayo-clinic-on-alzheimers-disease-and-other-dementias-revised-and-updated/
https://actonalz.org/sites/default/files/2023-01/Living-Well.pdf
https://actonalz.org/sites/default/files/2023-01/Living-Well.pdf
https://eastonad.ucla.edu/sites/default/files/media/documents/Taking-Action-Workbook-AlzAssoc-2021.pdf
https://www.sunriseriverpress.com/family-and-parenting/living-best-w-early-stg-alzheimer-2608.html
https://sites.duke.edu/familysupport/files/2025/10/Suggested-reading-updated-102025.pdf

Telling Others

Telling family and friends about the diagnosis can open the door to understanding and support, help
maintain safety, and make it easier to keep daily life as normal as possible. Start with your inner
circle — those closest to you, such as trusted friends and family members, and those who need to
know, such as your loved one’s physician and your attorney.

When, how, and with whom you share the news is a personal decision. Give yourself time to learn
about the diagnosis, process your feelings, and decide what feels right for your family. When you’re
ready, think through your approach — whether to talk in person, by phone, or by email — and share
only what feels comfortable. With acquaintances, it’s fine to keep it simple, for example, “My spouse
is having some memory issues.”

Sharing Your Diagnosis Why disclose, who to tell, and how to share a diagnosis.

Why share the diagnosis?

o The most important reason for disclosure is that it opens doors for more support. The sooner
you tell family and friends, the sooner they can offer the help you need.

» Keeping a diagnosis secret can be emotionally draining.

o Sharing the diagnosis helps maintain engagement in activities. Many people with memory
challenges continue to enjoy their favorite activities by informing friends and allowing them to
help if needed.

« Sharing the diagnosis enhances safety. It encourages others to notice changes and step in when
your loved one needs assistance.

o Sharing the diagnosis can reduce stigma and increase public awareness.

Keep in mind that people’s reactions can vary widely. Most will offer love, understanding, and support
— but not everyone will respond as you hope. Stay focused on those who do show up for you.

It’s common for family members to feel differently about when and how to share a dementia diagnosis.
Often, the care partner is ready before the person living with memory loss. In this challenging
situation, try to be patient but gently persistent — explain why sharing the diagnosis matters to you,
and seek support through a caregiver support group or individual counseling.

No matter when and how you tell others, a key message to give is that dementia does not

define your lives. You are both still the same people you were yesterday.



https://forwardwithdementia.au/
https://www.alz.org/help-support/i-have-alz/know-what-to-expect/sharing-your-diagnosis

Legal Matters

It’s important to get legal and financial documents in place soon after a diagnosis while the
person with dementia can still make decisions. Delaying this work may create significant
challenges later, including the possibility of guardianship. Core legal documents:

« For finances
o Durable Power of Attorney for Finances

o Standard Will / —
o Living Trust (if applicable) —

« For health care ' ®
o Power of Attorney for Health Care E——,

o Living Will (also called an Advance Directive for a Natural Death)
o HIPAA Authorization (to release medical information to specific people and can be
obtained from a healthcare provider or attorney)
o Additional health care documents (to be completed with a health care provider, not with
an attorney)
o NC MOST (Medical Orders for Scope of Treatment)
o If desired, a DNR (Do Not Resuscitate) order

The following resources will help you understand these legal documents and provide guidance
about difficult conversations related to important decisions.

o NIH’s Getting Your Affairs in Order Checklist An overview of legal documents.

o Alzheimers.gov explains the core legal documents to consider for health care and
financial planning.

o Alzheimer’s Association’s Legal and Financial Worksheet To help you organize key
documents and compile an inventory of assets and debts.

o Legal Tools for the Family Caregiver A recorded webinar presented by a North
Carolina elder law attorney. (Click here for the slides only)

o NC Advance Health care Directives Download at the North Carolina Secretary of State
website.

o The Conversation Project For care partners to understand what matters most to people
living with dementia and help them have a say in their health care.



https://oems.nc.gov/wp-content/uploads/2024/02/Most-Form.pdf
https://oems.nc.gov/wp-content/uploads/2024/02/DNR-Form.pdf
https://www.nia.nih.gov/health/advance-care-planning/getting-your-affairs-order-checklist-documents-prepare-future
https://www.alzheimers.gov/life-with-dementia/planning-after-diagnosis
https://www.alz.org/getmedia/1867c02d-b631-4cf0-b1a3-0dfd1e73640e/worksheet-financial-legal.pdf
https://www.youtube.com/watch?v=3k4NFhn-2Xk
https://dukefamilysupport.org/files/2026/03/2026-Legal-Tools-for-the-Family-Caregiver.pdf
https://www.sosnc.gov/forms/by_title/_advance_healthcare_directives
https://theconversationproject.org/wp-content/uploads/2020/12/DementiaGuide.pdf

Legal Matters

The Conversation Project
Helping someone with dementia have a say in their health care through end of life is an
act of kindness and caring. In fact, it may be the most meaningful way to show the person
you care for that you will be there for them.

Elder law attorneys have the specialized expertise to help families affected by dementia
prepare the necessary legal documents.

e National Academy of Elder Law Attorneys Find an elder law attorney through this
site.

e Legal Aid of North Carolina’s Senior Law Project Prepares wills and power of
attorney documents free of charge. The project serves seniors of all income levels, but
prioritizes clients with the greatest need.

Keep all important papers and legal documents together in a secure location, make copies, share
them with family, and make sure a family member or trusted contact knows where to find them.
Important papers include a Social Security card, a birth certificate, marriage and divorce certificates,
military discharge papers, car titles and the deed to the house.

It is advisable to review legal documents with an attorney every 3-5 years, or immediately if there is
a major life event such as a death, divorce or marriage, new medical diagnosis, or move to a different
state.

Discussing important legal, financial, and medical documents with someone experiencing memory
impairment can be challenging for several reasons. Your loved one may have forgotten that they
received a diagnosis, may be in denial about their health, or may be experiencing anosognosia.
“Anosognosia is a neurological condition in which the patient is unaware of their neurological deficit
or psychiatric condition.” To learn more about this common symptom, read Anosognosia &
Suffering from Denial.

Without legal planning and preparation, maneuvering the health care,
financial, and business needs of a family member is extremely difficult.

— Anne Kenny, author of “Making Tough Decisions
About End-of-Life Care in Dementia”



https://www.naela.org/
https://legalaidnc.org/project/senior-law-project/
https://www.alzsd.org/anosognosia/
https://www.alzsd.org/anosognosia/
https://theconversationproject.org/wp-content/uploads/2020/12/DementiaGuide.pdf
https://theconversationproject.org/wp-content/uploads/2020/12/DementiaGuide.pdf
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Protect Your Finances

Difficulty managing money is often one of the first signs of dementia — and may appear before
noticeable memory changes. Poor financial judgement, vulnerability to scams, and money
mismanagement can lead to small losses, or in some cases, wipe out savings.

The steps below can help safeguard your loved one’s financial well-being, as well as your family’s.
Because financial abilities change as dementia progresses, plan to revisit responsibilities and
safeguards regularly to balance your loved one’s independence with their safety. And since
technology is constantly changing, caregivers need to stay aware of new tools, platforms, and risks
that may affect their loved one’s finances.

Get Organized:
o Gather account numbers, bills, insurance policies, retirement details, and passwords (be sure
they are correct) and store in one secure place.
o NIH Worksheet: Important Documents and Paperwork — short and simple
checklist.
o Plan for future costs.

o AARP Financial Workbook for Family Caregivers (a 44-page guide to organize and
share essential information) or FAIR Health Financial Well-Being Checklist (a 3-page
tool to review care-related costs, insurance, and legal matters).

 Create a donation list to avoid giving away too much money or duplicating donations.
« Shred old or unnecessary paperwork.

Simplify:

 Set up automatic bill payments to avoid missed due dates.

« Consolidate accounts to one or two institutions.

e Review email and unsubscribe from credit card offers, “exclusive savings” emails, and other
“financial junk” emails. See How to Safely Unsubscribe from Unwanted Emails, Texts
for steps to take.

« Sign up for the Do Not Call Registry or call 888-382-1222.

o Reduce unsolicited mail and e-mail at DMAchoice.

 Stop unwanted credit card offers with OptOutPrescreen.com or call 888-567-8688.

 Ask your phone carrier about blocking spam calls and texts.



https://www.nia.nih.gov/sites/default/files/2023-04/worksheet-important-documents-and-paperwork.pdf
https://sites.duke.edu/familysupport/files/2025/08/aarp-caregiving-financial-workbook-fillable.pdf
https://www.fairhealthconsumer.org/download/shared-decision-making/Alzheimers_Financial-Checklist-for-Caregivers.pdf
https://www.aarp.org/personal-technology/unsubscribe-unwanted-emails/?gclsrc=aw.ds&gad_source=1&gad_campaignid=22900974388&gbraid=0AAAAADDRZaX0Eqt3XfdVyy4NqudapOCu0&gclid=CjwKCAiA_orJBhBNEiwABkdmjHUw_3wcn0dB5BNSHL9IL5hAgQ-9e-K9QX0H_jax-P_n31IHyS8i8hoC6MMQAvD_BwE
https://www.donotcall.gov/
https://dmachoice.org/
http://optoutprescreen.com/
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Protect Your Finances

Add Oversight:

 Appoint a financial power of attorney so someone trusted can step in when needed.

o Identify a trusted contact such as a family member, a financial advisor or a daily money
manager. Share the names of trusted contacts with your loved one’s financial advisor,
accountant and banks in case there is a concern about activity in their account.

o Sample Trusted Contact form

o Learn about Social Security Advance Designation and Social Security’s
Representative Payment Program to manage your loved one’s Social Security or
Supplemental Security Income (SSI) payments.

o If your person is a veteran, look into the VA Fiduciary Role.

Monitor Your Finances:

« Sign up to be notified of withdrawals from bank accounts or large charges to credit cards. Go
to the Security tab on your bank’s website to set up alerts.

 Tools such as EverSafe can monitor accounts for red flags, like missing deposits, unusual
withdrawals, or sudden changes in spending patterns.

 Consider parental control apps to limit risky online activity or overspending.

o Circle, recommended by a DDFSP support group participant, lets caregivers monitor and
manage internet access.

Limit Access Gradually:
As abilities change, work together to shift financial responsibilities gradually and sensitively.

o Provide agreed-upon spending cash.

o Lower credit card limits.

o Purchase a prepaid debit card with spending limits for the person with dementia.
o True Link helps families manage and monitor their loved one’s spending.

« Remove online bill-pay access if it becomes confusing.


https://files.consumerfinance.gov/f/documents/cfpb_trusted-contacts-consumers_2021-11.pdf
https://secure.aadmm.com/
https://secure.aadmm.com/
https://www.wellsfargoadvisors.com/bw/wellstrade/forms/594369.pdf
https://www.ssa.gov/payee/advance_designation.htm
https://www.ssa.gov/payee/
https://www.ssa.gov/payee/
https://www.benefits.va.gov/fiduciary/
https://www.eversafe.com/for-families/
https://meetcircle.com/?mktp=google&c1=19970218940&c2=174944350726&utm_gateway=parental-controls&utm_source=google&utm_medium=cpc&utm_content=737981898219&utm_campaign=19970218940&utm_term=aura%20vs%20circle&gad_source=1&gad_campaignid=19970218940&gbraid=0AAAAACTf6KykbMxARCsC6pWhWHtujFMyd&gclid=CjwKCAjwyMnNBhBNEiwA-Kcgu9ilEtxM3fYnIcbNeKvNd7mVh8OT8LmgRyD72seMfX5rGssyaXPvqBoC6iIQAvD_BwE
https://www.truelinkfinancial.com/prepaid-card
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Protect Your Finances

Guard Against Identity Theft and Scams:
o Freeze credit reports at all three credit bureaus — Equifax, Experian and TransUnion —
to reduce identity theft risk.
 Use an identity theft protection plan, such as LifeLock or Identity Guard.
 Avoid answering calls from unknown numbers. This can be difficult for someone with memory
loss to remember, so consider additional safeguards, such as:
o Blocking unwanted calls. The Federal Communications Commission provides guidance
with Call Blocking Tools and Resources.
o Consider a cell phone designed for seniors that allows you to limit incoming calls to
contacts and approved numbers (support group participants have mentioned the RAZ
memory cell phone).

Additional Resources:

o Managing Money Problems for People with Dementia

« Financial Miscues Can Be an Early Warning Sign of Dementia

o Consumer Reports offers a free Security Planner to help you safely back up files, reduce
online tracking, avoid phishing scams and prevent identity theft.

» Read the North Carolina Attorney General’s Senior Scam Guide for additional ways to avoid
scams.

o See 8 Tech Tools for Financial Caregiving for apps and services that can help protect your
finances and those of the person with dementia.

e My Mother’s Money: A Guide to Financial Caregiving by Beth Pinsker is a
comprehensive guide for navigating end-of-life financial decisions for a loved one.

My parents used to go to the credit union every week to withdraw cash. My
mother would give my father some spending money, but it quickly

disappeared. When she discovered him giving cash to a stranger in the

grocery store, those weekly trips to the credit union stopped.
— A daughter



https://ncdoj.gov/protecting-consumers/protecting-your-identity/free-security-freeze/
https://ncdoj.gov/protecting-consumers/protecting-your-identity/free-security-freeze/
https://www.equifax.com/personal/credit-report-services/credit-freeze/
https://www.experian.com/freeze/center.html
https://www.transunion.com/credit-freeze
https://lifelock.norton.com/?promocode=NLLONE&UID=7249947&AID=15188314&cjid=7249947&cjevent=663b9e48546111f0805a01530a82b824&EID=1501741&SID=e85abb9a0dc4fe3928d781ce60620542-1751143419917419-548313__1751143774_59738#planschart
https://buy.identityguard.com/ultra-plan?clickid=TJvXNfzOoxycW2zSfM2bITeEUksXBuR3UXRLxA0&irgwc=1&c1=137710&camp=8563&utm_source=conadvo&utm_medium=ir_affiliate&mktp=ir_affiliate&utm_campaign=ir_affiliate&sharedid=search
https://www.fcc.gov/sites/default/files/call_blocking_tools_and_resources.pdf
https://www.razmobility.com/solutions/memory-cellphone/?srsltid=AfmBOooaiY6kgIGArWAP35WC5UigQ0kARZ-LRgTW6D4gDxPVzX0nCc2w
https://www.razmobility.com/solutions/memory-cellphone/?srsltid=AfmBOooaiY6kgIGArWAP35WC5UigQ0kARZ-LRgTW6D4gDxPVzX0nCc2w
https://www.nia.nih.gov/health/legal-and-financial-planning/managing-money-problems-people-dementia#:~:text=Look%20for%20signs%20of%20money,Unopened%20and%20unpaid%20bills
https://www.aarp.org/health/conditions-treatments/financial-mistakes-dementia-warning-sign/
https://securityplanner.consumerreports.org/
https://ncdoj.gov/wp-content/uploads/2025/09/2025-Senior-Scam-Guide-FINAL.pdf
https://www.aarp.org/money/personal-finance/tech-tools-for-financial-caregiving/
https://www.penguinrandomhouse.com/books/774403/my-mothers-money-by-beth-pinsker-cfp/
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Support & Self Care

Support Groups

Caring for a loved one with dementia at any stage can be challenging. From emotional stress to
managing daily tasks, the demands can be overwhelming.

One way to ease some of this strain is by joining a support group. Caregiver support groups offer
emotional connection, an opportunity to learn from others, and reassurance that you're not
alone.

It may take trying a few different groups to find the right fit. Fortunately, there are many. And
there are groups tailored to different caregiving situations. If you're reading this guide, it’s not
too soon to explore one.

At DDFSP, we offer a wide variety of support groups. You can find a complete list at DDFSP

For information about other support groups throughout North Carolina, please call the Duke
Dementia Family Support Program at 919-660-7510.

Consider Individual Counseling

Individual counseling (also called “therapy”) can help you manage stress,
process emotions, and build healthy coping strategies as you adjust to a
loved one’s diagnosis. Many care partners find that counseling is a helpful
complement to attending a support group, which offers peer support but
is not group therapy.

Psychology Today’s Find a Therapist tool is one way to locate a
counselor who accepts your insurance.



https://dukefamilysupport.org/support-groups/
https://dukefamilysupport.org/support-groups/
https://dukefamilysupport.org/support-groups/
https://www.psychologytoday.com/us/therapists
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Support & Self Care

Find Your People

Find the people who truly “get it” — your inner circle. Identify those you can trust, who will
listen without judgment when you need to vent, and who can genuinely show up for you.
This may be someone who has walked a similar path, such as a friend or relative who has
cared for a loved one with dementia, or someone you’ve met through a support group or
even in the neurologist’s waiting room.

Keep a List of Tasks

Keep a list of tasks that family and friends can help with — anything from driving your
person to an appointment, to running an errand, to mowing the lawn. People often want to
help but may not know how. When someone says, “Let me know if I can do anything,” be
ready to say “yes” and offer a specific task.

Make and Take Time for Yourself

Caring for someone with dementia is demanding and it’s easy to put your own needs aside.
But to be a strong care partner, it’s necessary to also care for yourself. Make time in your
schedule to nurture your own physical, emotional, and spiritual well-being.

Taking Care of YOU: Self-Care for Family Caregivers from Family Caregiver Alliance
explains the effects of caregiving on health and well-being, common barriers to self-care,
and tools for self-care practice.

I was a hot mess when I started this group, and it has
been a lifesaver. Just knowing you’re not alone.

— A daughter



https://www.caregiver.org/resource/taking-care-you-self-care-family-caregivers/
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Build Your Team

Caring for someone with dementia is not a one-person job. A care team is a group of
people you’ll lean on and work with to provide support, education, and professional
care throughout the dementia journey. Having others by your side can reduce stress
and help prevent you from feeling overwhelmed.

The list below includes potential care team members your family might need — but
every family’s situation is different, and not all will require the same team members.
What every family does need, however, is a supportive village — because caregiving is
not something you can do alone. What’s most important is building a team that will
support you through what is likely to be years of caregiving.

Your Professional Care Team Your Personal Care Team
Primary care provider Local family and friends
Memory care specialist Long-distance family and
Social worker friends

Elder law attorney Members of your community
Financial advisor and/or faith group

Geriatric care manager Neighbors

Therapist or counselor Support group

Speech pathologist

Physical therapist

Occupational therapist

Home care provider

Adult day program (click on
Provider Directory)

Websites like Lotsa Helping Hands (a care-calendar tool) and CaringBridge (a
platform for sharing updates and coordinating support) can make it easier to
organize help from family and friends.

I was one of these A+ people and I was going
to do it all by myself. Then I figured out I couldn’t do this alone.

— A spouse



https://dukefamilysupport.org/support-groups/
https://www.naela.org/
https://www.aginglifecare.org/
https://www.psychologytoday.com/us/therapists
https://www.ncdhhs.gov/divisions/aging/adult-day-services
https://lotsahelpinghands.com/
https://www.caringbridge.org/

Balancing Safety &
Autonomy

Balancing safety and autonomy is a challenge for families, especially in the early stages of
memory changes. People often have a good social facade early on, so it’s easy to miss potential
safety risks. Many everyday activities become safety issues because of changes in judgment.

Dementia care expert and speech pathologist Adria Thompson offers practical ways to support
a loved one while honoring their independence. She introduces the idea of “dignity at risk”
and why early-stage care often emphasizes autonomy when the risk is small. Listen on the
Caregiver Chats Podcast.

We encourage families to take a close look at these high-risk activities and consider working
with their loved one to let go of some and allow help with others.

DRIVING

Dementia causes changes in the brain that can affect judgment and reaction time, which can make
driving unsafe. If you have concerns about your person’s driving, talk with their doctor. When
safety is in question, consider arranging a driving evaluation.

At the Crossroads: Family conversations about Alzheimer’s disease, dementia &
driving is the go-to guide for navigating conversations about driving — covering when to consider
stopping, getting evaluations, and exploring alternatives. Don’t miss page 11 for “Warning signs
for drivers with dementia.”

Consider asking your loved one to sign a driving agreement that gives you permission to help
them stop driving when it becomes necessary. For more information about driving and dementia,
see the Alzheimer’s Association Driving Information and Contract.

We understand how hard this is. Watch how four families deal with different issues
related to dementia and driving.



https://podcasts.apple.com/us/podcast/51-balancing-safety-independence-in-dementia-with/id1684948365?i=1000715134077
https://assets.thehartford.com/image/upload/cmme_crossroads.pdf
https://assets.thehartford.com/image/upload/cmme_crossroads.pdf
https://www.alz.org/getmedia/9d7671f6-4df4-4457-a934-488185a69623/alzheimers-dementia-driving-info-contract-ts.pdf
https://www.alz.org/help-support/caregiving/safety/dementia-driving
https://www.alz.org/help-support/caregiving/safety/dementia-driving

Balancing Safety &
Autonomy

Driving Evaluations

A driving evaluation by an occupational therapist is considered the gold standard for
assessing a person’s ability to drive safely after a dementia diagnosis. The evaluation can also
take the caregiver out of the decision-making role, which may help reduce stress and friction.
In the very early stages, some individuals may still be able to drive — perhaps with limits and
close monitoring — but eventually, everyone with dementia will need to stop driving. If you
believe your loved one is no longer safe behind the wheel and they’re willing to give up
driving, you can spare them the stress, cost, and potential embarrassment of a formal
evaluation.

Duke's Medical Fitness-to-Drive Screening Appointments: 919-684-2445

UNC Health Center for Rehabilitation Care Driving Evaluations Appointments: 984-
974-9700

American Occupational Therapy Association Driving Practitioner Directory

EMERGENCY IDENTIFICATION

Look at identification bracelets in case your family member gets lost or needs help. Two of
the many companies selling these products:
o ROAD iD offers an easy-to-wear silicone bracelet with an Alzheimer’s badge that is a
popular initial choice.
o MedicAlert IDs and the Safe & Found Program provide medical IDs along with
protection plans that include response teams, secure personal health records, and more.
Some caregivers choose to wear an ID bracelet themselves — both as a show of solidarity with
their loved one and to alert emergency responders that they are caring for someone with
dementia who depends on them.

Caregivers can attach small GPS trackers, such as a Tile or AirTag to a loved one’s wallet,
keys and other important items.

* ALZHE e |


https://www.dukehealth.org/treatments/physical-and-occupational-therapy/fitness-to-drive
https://www.uncmedicalcenter.org/uncmc/care-treatment/rehabilitation-therapies/driving-evaluations/
https://www.aota.org/practice/clinical-topics/driving-community-mobility/driving-practitioner-directory
https://www.roadid.com/collections/medical-alert-bracelets?srsltid=AfmBOop-uG9PfEcj8l4mgYbovp1dZvJP2uQOvNppSZm4-TIQIzH0wwMO&category=all
https://www.roadid.com/products/alzheimers-badge?srsltid=AfmBOop3X5yWK7xQaa_mk-eYSWGXDWZMsh-W3f4DRlrCCR5fUuNbXbL7
https://www.medicalert.org/medical-conditions/alzheimers/?srsltid=AfmBOoq6ZXkn7XbP5JDmhMaMANn9rHfBDog3f_DLbt_vWqGXD8FqsqnX
https://www.life360.com/tile-trackers
https://www.apple.com/airtag/?afid=p240%7Cgo~cmp-21634151991~adg-175030672689~ad-739792099358_kwd-356345789218~dev-c~ext-~prd-~mca-~nt-search&cid=aos-us-kwgo-btb-airtag-account-launch-
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In Case of Emergency (ICE)

ICE is a feature that lets first responders and hospital staff access your
emergency contact information without unlocking your phone. If you haven’t
done so already, put ICE into the contact list on both your and your loved
one’s cell phones. For instructions, see Setting Up an Emergency Contact

on Your Phone. *

If You Have a Smart Phone, Set Up Medical ID MEDICAL
ID

If you are injured or unresponsive, your locked phone’s Medical ID contains
emergency contact information and vital health information that can be
accessed by a third party to provide timely assistance. This allows responders
or bystanders to call your family directly from the locked screen and notify
them right away.

Read setup instructions for iPhone or Android.

HOME SAFETY

Home safety for a loved one experiencing changes in memory and thinking includes
many familiar concerns associated with aging — such as reducing fall risk by
installing grab bars in the bathroom and removing throw rugs. When dementia is
involved, however, home safety considerations expand to include issues like securing
hazardous items, medication management, online safety, and recognizing when it
may no longer be safe for your loved one to be home alone.

A home safety evaluation by an occupational or physical therapist can identify
potential hazards in your home — such as fall risks, opportunities for wandering, or
unsafe appliances and household chemicals. Beyond improving safety, this can also
help your person stay as independent as possible. Ask your health care provider to
order a home safety evaluation. Medicare may cover the cost.


https://www.rochesterregional.org/hub/emergency-contact-medical-information
https://www.rochesterregional.org/hub/emergency-contact-medical-information
https://support.apple.com/en-us/105072
https://digitalassets.jointcommission.org/api/public/content/26d5864498864b6ebfc692f45de22387?v=030d086c
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Safety Resources:

Alzheimer’s Association: Safety
Topics covered: Wandering, Home Safety, Driving, Medication Safety, Technology 101,
Traveling, Preparing for Emergencies, and Abuse.

Alzheimer’s Association Home Safety Checklist
A two-page checklist with practical suggestions to support your people with memory loss,
including ideas that are useful even early on in the journey.

Medication Management

Dementia can cause people to make medication mistakes — missing doses, double-
dosing, or taking the wrong medicine. Because the consequences can be serious, we
encourage you to add oversight early. Creating an effective medication management
regimen — such as using pill organizers, reminders, or care-partner supervision —
can help ensure medications are taken safely and maintain your family member’s
autonomy for as long as possible.

Read about medication management at the Alzheimer’s Association’s Medication
Safety page.

Family Caregiver Alliance’s Medication Management BASICS Video Series
provides instructions to help manage your family member’s medications.

Online Safety

Because poor financial judgment and vulnerability to scams are common for people living
with dementia, families may need to take steps to help keep their loved ones safe online. As
with managing access to finances, any limits on internet use or added monitoring should be
approached thoughtfully and with sensitivity to preserve dignity while prioritizing safety.


https://www.alz.org/help-support/caregiving/safety
https://www.alz.org/getmedia/dc740fbd-9cdc-4b64-b274-9fc9ee4ec64e/alzheimers-dementia-home-safety-checklist.pdf
https://www.alz.org/help-support/caregiving/safety/medication-safety
https://www.alz.org/help-support/caregiving/safety/medication-safety
https://www.caregiver.org/resource/medication-management-basics/

General Online Considerations:

Balancing Safety &
Autonomy

Pause before responding to messages that feel urgent. Scammers are trying to
confuse or appeal to one’s emotions to get what they want.

Never share passwords, PINs, or verification codes. No company or banking
institution will contact you asking for passwords.

Beware of emails asking you to “click this link” to sign into online accounts or
banks.

Beware of pop-up messages with a phone number to call technical support.
Never allow access to your computer by someone who claims to be offering
technical support.

To simplify iPhone use, see the Assistive Access User Guide for iPhone.

Online Safety Tips:

Make computer time something you do together.
Consider parental control apps to limit risky online activity.

o Qustodio, mentioned in this 2025 AARP article, allows monitoring and

managing family member’s activity on all devices.

Reduce unsolicited mail and e-mail at DMAchoice.
Get rid of any electronic devices not used regularly.
Make sure devices are up to date with security and have current antivirus
software installed.
Use a password manager, such as 1Password (monthly fee) and Bitwarden
(free plan available) — and be sure you know your loved one’s master password.
Set up multifactor authentication to add an extra layer of security.
Backup everything in case something is accidentally deleted.



https://support.apple.com/guide/assistive-access-iphone/set-up-assistive-access-devcd5016d31/ios
https://www.qustodio.com/en/
https://www.aarp.org/money/personal-finance/tech-tools-for-financial-caregiving/?msockid=19b4eddbc38f6891354efb10c2d669d3
https://dmachoice.org/
https://1password.com/
https://bitwarden.com/
https://securityplanner.consumerreports.org/tool/set-up-multifactor-authentication-mfa
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Social Media Safety:
 Set accounts to private. Facebook does not make this easy — click here for instructions.
In addition, disable location tagging.
o Review list of friends together and remove unfamiliar contacts.
« Limit the use of online communication platforms — such as Facebook Messenger,
WhatsApp, etc. — which create more opportunities for criminals to make contact.
» Never send money, gift cards, or personal information to online contacts.
 Be cautious of: 9
o Requests for help or money.
o Romantic messages from strangers.
o Impersonation of family or friends.

See Consumer Reports’ Security Planner, a free guide to staying safe online. o

Alicia Fernandez Hogan, IT Analyst, Duke OASIS (Office of Academic Solutions and
Information Systems Technology Support) contributed to the Online Safety section. Naveed
Moeed, an IT consultant based in Durham, reviewed this section.

Staying Alone
Realizing you can no longer leave a loved one with dementia alone is a major caregiving milestone
— one that calls for careful observation and trusting your instincts to adjust your care plan.

Additional Reading on Staying Alone:

Alzheimer’s San Diego, When is it Unsafe to Leave Someone Living with Dementia Alone?

When Is My Relative with Dementia No Longer Safe Staying Alone?



https://www.facebook.com/help/193677450678703
https://securityplanner.consumerreports.org/
https://www.alzsd.org/unsafe-living-with-dementia-alone/
https://dukefamilysupport.org/files/2026/02/Safety-Alone-Handout-.pdf
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Owning Guns
For a person living with dementia, the greatest firearm-related risk is suicide. Firearms can
also pose a danger to family members, caregivers, and visitors, as dementia may cause
confusion, delusions, or difficulty recognizing people.

We strongly encourage families to remove firearms from the home when a loved one is
diagnosed with dementia. However, we recognize that not all families are ready to take this
step right away. If firearms remain in the home, take these precautions:

 Keep all guns unloaded.

« Store guns locked.

» Keep keys or lock combinations hidden.

« Store ammunition separately.

For families who choose to keep firearms in the home, using a written firearm safety
agreement can help clarify expectations and responsibilities. For an example of a firearm
safety directive, go to the firearm section in SAFETY in dementia.

Additional Reading on Firearm Safety:
o Alzheimer’s Association Firearm Safety
o The Alzheimer’s Foundation of America Firearm Injury Prevention

The time to think about safety issues is before there’s a problem.

— Dr. Kris Herfkens, neuropsychologist



https://safetyindementia.org/resources
https://www.alz.org/getmedia/14487c72-a3c2-4813-ad9e-1e0ff94ac3c4/alzheimers-dementia-firearm-safety-ts.pdf
https://alzfdn.org/firearm-injury-prevention/
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Have a Backup Plan

Art was caring for his wife Nanette, who had dementia. One hot afternoon, Art fainted while

waiting in line to buy a movie ticket. When he woke up in the ambulance, his first thought
was, “Who is going to pick Nanette up from her day program.” That frightening moment was
Art’s wake-up call — he realized he needed a backup plan.

Who will care for your loved one if something happens to you? This is one of the most common and
deeply felt worries caregivers share. Even if you’ve completed all the important legal documents
needed, none provide a substitute care partner.

What to Do

Identify your backup caregiver. Find someone who can step in temporarily if you're suddenly
unavailable. This might be a family member, friend, neighbor, or a hired geriatric care manager
who can help identify temporary caregivers. Instead of relying on just one person, a good approach
would be to find several people — ideally a mix of friends, family, and professional support.

Create an emergency how-to guide. The Family Caregiver Alliance article, What if
Something Happens to Me? suggests using a brightly-colored binder and lists the information
to include in your guide.

If you haven’t already created a free account with the North Carolina Caregiver Portal, consider
doing so now to access the Trualta 2024 Emergency Planning Workbook. This workbook
includes worksheets and checklists to help you organize important information. Completing it (or
organizing the information in your own notebook) ensures that if you ever become unavailable,
others will have the details they need to provide care in your absence. MemoryCare in Asheville
offers a shorter guide to help you think through this important issue: What’s Your Plan B?

Think beyond the logistics. What makes your person feel happy and safe? A backup caregiver won’t
necessarily know. One support group participant recommends: “Something important to do is to
include a list of activities that your loved one enjoys doing that specifies TV shows or movies, walks
(where), crafts/puzzles, and musical likes. This will change over time but it’s helpful to list what the
person enjoys doing, seeing, hearing.”

I sleep so much better knowing I have a backup plan.

— A spouse



https://www.caregiver.org/resource/what-if-something-happens-to-me/
https://www.caregiver.org/resource/what-if-something-happens-to-me/
https://www.nc-caregivers.com/learning/emergency-planning-workbook?origin=home
https://files.constantcontact.com/db2e5d6e001/27905972-bf52-460c-850a-956068f4819b.pdf?rdr=true
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Understanding Long-Term
Care Options

You may see the words “long-term care” and be tempted to skip this section, thinking your
loved one was just diagnosed and residential care is years away. But long-term care is a
continuum that includes much more than residential care. Companion care and adult day
programs are part of that continuum — and many families find these services helpful in the
early stage.

It’s important to have conversations about future care preferences early, while your loved one
can clearly express their wishes. So, explore long-term care resources sooner rather than later
— don’t wait until you need them because you don’t want to make decisions in a crisis. Keep
in mind that finding care options takes time and involves more than a single phone call.

TYPES OF LONG-TERM CARE

In-Home and Community-Based Care
This category of long-term care is generally the first choice for families affected by dementia.

 Home care

o Companion and personal care is common for people with dementia. Companion care
provides support, supervision, and social connection. Personal care offers help with
daily activities like bathing and dressing. These services, which can be found through
a home care agency or privately (including through Care.com), are usually not
covered by insurance. Some agencies have certified nursing assistants, in addition to
personal care assistants, who can also help with toileting and mobility challenges.

o Home health provides temporary services to people with medical needs that require a
registered nurse or other skilled services, such as physical therapy, occupational
therapy or speech therapy. Personal care is not included as part of home health care
services, but some home health care agencies employ personal care assistants or
nursing assistants who can be hired.

» Home Health Agencies can be found at Medicare’s Home Health Compare

o If you're considering in-home help, these resources can guide you:

» Hiring In-Home Help from the Family Caregiver Alliance
» Home Care Services List on Wake County’s Resources for Seniors’ In-Home
Care Services page



https://www.care.com/
https://www.medicare.gov/care-compare/?guidedSearch=HomeHealth&providerType=HomeHealth
https://www.caregiver.org/resource/hiring-home-help/
https://resourcesforseniors.org/homecare-2/
https://resourcesforseniors.org/homecare-2/
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o Adult day services are supervised community settings that provide social engagement,
companionship, nutritious meals and snacks, and a range of meaningful activities. Adult day
services are a rare “win-win”: they offer the care partner a much-needed break while giving the
person with memory loss social engagement and structured activities.

o NCDHHS Adult Day Services explains adult day services and describes the important
difference between Adult Day Care and Adult Day Health Care. You can also use their link to
the Adult Day Care Provider Directory to find a certified program near you.

o Questions to Ask When Visiting an Adult Day Center from the National Adult Day
Services Association.

Residential Care

o Adult Care (commonly referred to as assisted living)

o Assisted living facilities are for people who need help with daily care and the facility
provides 24-hour supervision. These facilities are licensed in North Carolina for 7 or more
residents.

o Family care homes provide assisted living level of care in a residential home licensed in
North Carolina for 6 or fewer residents.

o Memory care (also known as special care units or dementia care units) provides a higher
level of assistance with activities of daily living as well as specialized supports and protections,
including locked entrances, for people with dementia. Memory care is often housed within an
assisted living facility but may be free-standing or part of a nursing home.

o The North Carolina Department of Health and Human Services posts updated lists of the
memory care facilities it licenses or registers.

« Nursing homes, also called skilled nursing facilities, provide around-the-clock nursing care for
individuals whose health needs cannot be met in assisted living or memory care communities.

o Medicare’s Nursing Home Compare can locate nursing homes near you, compare nursing
homes on topics you consider most important, and give you a “snapshot” of the quality of each
nursing home.

o Continuing care retirement communities (CCRCs) offer several levels of care (from
independent living through nursing home care) in one location so that residents may move to a
higher level of care if needed. CCRCs typically charge a large entry fee plus monthly fees and often
have waitlists.

o North Carolina Department of Insurance offers a Portal (see Access CCRC Data Portal) with
information about each CCRC in North Carolina.



https://www.ncdhhs.gov/divisions/aging/adult-day-services
https://www.nadsa.org/wp-content/uploads/2015/08/Site-Visit-Checklist-for-the-web.pdf
https://info.ncdhhs.gov/dhsr/acls/faclistings.html
https://www.medicare.gov/providers-services/original-medicare/nursing-homes
https://www.ncdoi.gov/licensees/continuing-care-retirement-communities-ccrc/licensed-ccrcs
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To Learn More about Long-Term Care:

o Choosing a Residential Care Community from the Alzheimer’s Association includes a list of
questions to ask when looking at care communities.

o Cost of Care Survey tool from Genworth and CareScout, helps families calculate the costs of
long-term care by type of care and location.

o Long-Term Care Basics from Friends of Residents in Long-Term Care, a North Carolina

nonprofit organization.
o LongTermCare.gov, a government website to help families plan for long-term care needs.
o “Understanding Residential Care Options for People with Dementia” (a webinar) — Video
Presentation and PowerPoint Presentation

For Support and Guidance on Long-Term Care Options

Aging Life Care Association - An aging life care specialist (also known as a geriatric care
manager) can help you navigate the complexities of long-term care and find the most appropriate
services — whether in your home, in the community, or in a residential setting. Geriatric care
managers typically charge by the hour.

North Carolina Long-Term Care Ombudsmen - A long-term care ombudsman can help you
understand your options when choosing a residential community and share certain information
about specific facilities. To find the ombudsman who serves your community, contact your regional
Area Agency on Aging. Speaking with an ombudsman is free of charge.

Placement Services - Senior living advisors help families determine the type of care a loved one
needs and identify appropriate in-home or residential care options. Many agencies offer these
services to families free of charge. To find help in your area, reach out to local organizations such as
senior living specialists, senior placement companies, or senior centers. You can contact DDFSP at
919-660-7510 and we can share names of placement services that other families have found helpful.

Hire home care earlier than you “think” you need it. You probably

do need that break.
— A spouse



https://www.alz.org/getmedia/2f238875-3f5d-447e-adcc-dd9fc07f828b/alzheimers-dementia-choosing-residential-care-ts.pdf
https://www.carescout.com/cost-of-care
https://forltc.org/types-of-longterm-care
https://forltc.org/
https://acl.gov/ltc
https://www.youtube.com/watch?v=1D3b7Zz87K8
https://www.youtube.com/watch?v=1D3b7Zz87K8
https://dukefamilysupport.org/files/2025/08/Utberg-August-2025.pdf
https://www.aginglifecare.org/Shared_Content/ALCA_Directory/ALCA_Find_an_Expert.aspx
https://www.ncdhhs.gov/map-aaa-regions/open
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Consider a Research Study

Researchers are working to improve how dementia is diagnosed, treated, and prevented, as

well as to find better ways to support people living with dementia and their caregivers.
Participating in a study can help advance this work — potentially benefiting you and your loved
one, your community, and future generations.

There are many different types of research studies, ranging from trials that are testing
experimental treatments to studies that are designed to gather stakeholder perspectives
through interviews and focus groups. Some studies require frequent visits or testing, whereas
other studies can be completed entirely by telephone. Research participation is always
voluntary. If you are interested in contributing to research, there are many resources to help
you find study protocols that fit your interest and availability.

Connecting with Research Opportunities

o Alzheimer’s Association TrialMatch,(800) 272-3900, TrialMatch@alz.org

o Alzheimers.gov, (800) 438-4380, adear@nia.nih.gov

o The Association for Frontotemporal Degeneration, (866) 507-7222,
info@theaftd.org

 ClinicalTrials.gov

o Duke & UNC Alzheimer’s Disease Research Center (ADRC), 919-660-2340,
adrc@duke.edu

o Lewy Body Dementia Association, (800) 539-9767, support@lbda.org

o NC Registry for Brain Health, (919) 613-8633, ncbrainhealth@duke.edu

Learn More
Why Participate in a Clinical Trial?

What Are Clinical Trials?

Participating in a research study for caregivers has been invaluable to
me. I've learned so much about my husband's specific diagnosis, how

to deal with a wide range of symptoms, and how to make each day as
easy as possible for both of us.
— A spouse



https://www.alz.org/alzheimers-dementia/research-and-progress/clinical-trials/trialmatch
mailto:TrialMatch@alz.org
https://www.alzheimers.gov/
mailto:adear@nia.nih.gov
https://www.theaftd.org/research-clinical-trials/ways-to-participate/
https://theaftd.tfaforms.net/2
https://clinicaltrials.gov/
https://dukeuncadrc.org/find-a-study
mailto:adrc@duke.edu
https://www.lbda.org/research/
mailto:support@lbda.org
https://ncbrainhealth.org/registry-studies/
mailto:ncbrainhealth@duke.edu
https://www.alz.org/alzheimers-dementia/research-and-progress/clinical-trials/why-participate
https://www.alz.org/alzheimers-dementia/research_progress/clinical-trials/what-are-clinical-trials

Additional
Resources

North Carolina Organizations

Alzheimer's Association, Eastern NC Chapter 800-272-3900

Alzheimer’s Association, Western NC Chapter 800-272-3900

Dementia Alliance of NC 919-832-3732

Duke Dementia Family Support Program 919-660-7510

Friends of Residents in Long-Term Care 919-782-1530

My Music NC 919-832-3732

NC Caregiver Portal

NCDHHS: Area Agencies on Aging
NCDHHS: Division of Aging 919-855-3400
NCDHHS: Long-Term Care Ombudsman 800-662-7030

Project C.A.R.E. (Caregiver Alternatives to Running on Empty)
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https://www.alz.org/nc
https://www.alz.org/nc
https://www.alz.org/northcarolina
https://www.alz.org/nc
https://dementianc.org/
https://www.alz.org/nc
https://dukefamilysupport.org/
https://www.alz.org/nc
https://forltc.org/
https://www.alz.org/nc
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Additional Resources

National & International Organizations

Aging Life Care Association 520-881-8008

AARP — Family Caregiving

Alzheimer’s Association 800-272-3900
Alzheimers.gov 800-438-4380

Alzheimer’s Foundation of America 866-232-8484

The Association of Frontotemporal Degeneration 866-507-7222

At the Crossroads: Family conversations about Alzheimer’s disease, dementia &
driving

The Conversation Project Starter Guide for Caregivers of People with Alzheimer’s
or Other Forms of Dementia

Family Caregiver Alliance 800-445-8106

Lewy Body Dementia Association 800-539-9767

Lewy Body Dementia Resource Center 516-218-2026

LongTermCare.gov

Medicare.gov Find & Compare Tool

SAGE (National Resource Center on LGBTQ+ Aging)

Social Security Compassionate Allowances

Young Onset Dementia

VA Caregiver Support Program 855-260-3274
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Glossary

Alzheimer’s disease

Alzheimer’s disease is a brain disorder that slowly destroys memory and thinking skills and,
eventually, the ability to carry out the simplest tasks. People with Alzheimer’s also experience
changes in behavior and personality.

Dementia

Dementia is an umbrella term used to describe a range ofneurological conditions affecting the
brain that worsen over time. It is the loss of the ability to think, remember, and reason to levels
that affect daily life and activities. Some people with dementia cannot control their emotions and
other behaviors, and their personality may change.

Frontotemporal dementia (FTD)

Frontotemporal dementia is caused by a group of disorders that gradually damage the brain’s
frontal and temporal lobes. These damages cause changes in thinking and behaviors. Symptoms
can include unusual behaviors, emotional problems, trouble communicating, challenges with
work, and difficulty with walking.

Lewy body dementia (LBD)

Lewy body dementia (LBD) is a brain disorder that can lead to problems with thinking,
movement, behavior, and mood. Visual hallucinations, or seeing things that are not there, are a
common symptom, and tend to happen early on.

Mild cognitive impairment (MCI)

Mild cognitive impairment (MCI) is a condition in which people have more memory or thinking
problems than other people their age. The symptoms of MCI are not as severe as those of
Alzheimer’s disease or a related dementia. People with MCI can usually take care of themselves
and carry out their normal daily activities.

Vascular dementia

Vascular dementia is caused by conditions such as stroke that disrupt blood flow to the brain and
lead to problems with memory, thinking, and behavior. Vascular dementia is the second most
common dementia diagnosis, after Alzheimer’s disease, and can occur alone or alongside another
form of dementia.

Definitions from Alzheimers.gov.
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