NEXT STEPS:

A Guide for Families After a Dementia Diagnosis

Caregiver Connections
May 13, 2026

Natalie Leary, MSW, LCSW & Bobbi Matchar, MSW, MHA
Duke Dementia Family Support Program




Introduction

* You’re not alone: Feeling NEXT STEPS

A Guide for Familjes Afte

overwhelmed is common — we’re
here to help

ra anu'mi:x Diagnosjs

* A roadmap: Key next steps to make
the path forward clearer

* One step at a time: Take what’s
helpful now; revisit the rest later

Next Steps: A Guide for Families After a Dementia Diagnosis
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https://sites.duke.edu/familysupport/files/2026/04/Next-Steps-DDFSP-26.pdf

Take Time to
Breathe

* Mixed emotions are normal
after a dementia diagnosis

* Embrace acceptance

* Try meditation and relaxation
exercises

Sample relaxation technique: 5-4-3-2-1 Grounding Exercise
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Educate Yourself

* Learning will take time
* Choose the best media for you
* How might understanding dementia and what to

expect help?

* Will help you communicate with healthcare
providers

* Informs decision making
* May ease your coping
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Telling Others

* Opens door for more support
* Keeping secrets is exhausting

* Helps maintain engagement in
activities

* Enhances safety

* Reduces stigma and increases
public awareness
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Legal Matters

* For Health Care Matters — Advance Directives
e Health Care Power of Attorney
e Advance Directive for a Natural Death (Living Will)
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Legal Matters

Forms to Complete with a Physician

HIPAA Authorization Form

e
e
m DukeHealth S Place Patient Label Here
AUTHORIZATION FOR RELEASE | S9d For Jnas e O
OF INFORMATION ?
PART A:
Legal P el
Date of Birth: Medical Record#: Ssu
Email: Phone:
Address: City: State: Zip:
0 self (Same Info As Above)
[ Person or Entity: Phone:
Email: Fax:
Address: city: State: Zip:
[PART C: INFORMATION TO BE RELEASED (Check All
0 Duke Unis ty Hospi i

Hospital | ] All Duke Health
it ODuke Clini ion)

0 Duke Lake Norman Hospital |
Ofrom, (Please Be Specifi)  Or 0 All Treatment Dates
Records or

O or O maging) | 1 miig Be

O Radiology mages (CD anly)

O Discharge Summary O Consultation Report O Emergency Department Record o m|m |m':unn:..1mmj
2 a ik 0O Nearology Images (EEG)

O Gliic visit O Laboratory Reports O immunization Record O Ocer

O Radiology Reports (] Pathology Reports Imago

Mail Delivery
o o 0CD (Charges may spply)
a 0 Fax O Paper (Cuarges may apply)
[PART F: REVIEW AND APPROVAL
1 understand i
health,

[ Mental and Behavioral Health L1 Genetic Testing
i understand that 1 may revoke in writi time, ha
in response to the Authorization. | understand that the information released pursuant to this Authorization may be re-
disclosed by the recipient and may no longer be protected under federal priva

w. 1 understand that | may refuse tosign this
ion. If I do not sign this Authorization, Duke Health will continue to provide treatment and seek payment for
Duke Health may fied abov

‘been taken

Ifyou are not the patient or tient, you MUST
Z:‘.';.,..ma!...mm Logal Guardia

Date

SEND COMPLETED FORM TO ONE OF THE FOLLOWING:
Fax: 919-620-5165 Far! 915.

62
Duke University Hospital - HIM, DUMC Box 3016, Durham, NC 27710

Do Not Resuscitate Order (DNR)

411
i NOT

nesusciiate
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Medical Order for Scope of Treatment (MOST)




Legal Matters

* For Finances
* Durable Power of Attorney
e Standard Will

e Living Trust (if necessary)
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* Trouble counting change, paying for a
purchase, calculating a tip, or
understanding a bank statement

S|gn5 Of * Unopened and unpaid bills
* Lots of new purchases on a credit card
Trouble o P
Managing * Unexpected new merchandise in the
. home
Fl Nnances * Money missing from the person’s bank
account

National Institute on Aging
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Protect Your Finances

* Get organized

* Simplify

* Add oversight

* Monitor your finances

* Limit access gradually
e Guard against identity theft and scams
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Support & Self Care

* Consider support systems for YOU
* Support groups
* Individual counseling
* Find your people (friends, family, etc.)

* Consider self care

* Create a list of ways others can be
helpful

* What fills your cup? Can you create
meaningful “You Time?”
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Build Your Team

* The team will change

* Assess what is needed today

* What areas are creating the most
stress?

e What need is unmet?
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Possible Team Members

* Primary care provider * Physical therapist

* Memory care specialist * Occupational therapist

 Social worker * Home care provider

* Elder law attorney e Adult day program

* Financial advisor * Friends & family

 Geriatric care manager/ * Faith community
Aging Life Care Professional * Neighbors

* Therapist or counselor e Support group

* Speech pathologist
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Balance Safety &
Autonomy

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

— Kris Herfkens, PhD
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Safety: Driving

* Begin the conversation early
* Involve the doctor

e Consider a driving contract

* Observe behavioral signs

* Monitor driving
* Arrange for a driving evaluation
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Balance Safety &
Autonomy

* Emergency identification

* Home Safety
* Medication management
* Online safety
* Staying alone
* Owning guns
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Have a

Backup Plan BACKUP
PLAN
If you cannot, who will? D —
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Long-Term Care Options

e Companion & e Day programs e Assisted living
personal care e PACE * Adult care homes
e Home health e Enrichment e Memory care
programs e Family care homes

e Nursing homes
e CCRCs
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Paying for
Long-Term Care

* Medicare (limited
circumstances)

* Long-term care Medicaid
 State/county special assistance
* Long-term care insurance

* Veterans' benefits

* Paying out of pocket (self-
insuring)

_
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Consider a Research Study

RESEARCH
STUDY
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Scan the QR
Code to

Access the
Digital Guide
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Duke Dementia Family Support Program

Phone: 919-660-7510

Email: DDFSP@duke.edu

Website: dukefamilysupport.org

Education - Support - Engagement

Next Steps: A Guide for Families After a
Dementia Diagnosis
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