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Facing reality:
balancing “cure” with “care”

• Rational treatment development ongoing: AD mostly
• Use of biomarkers is critical and evolving
• A long, hard slog: decades?

• Near and medium term outcome: extend the time 
course of MCI and dementia

• We must take proper care of 100+ million 
patients & caregivers worldwide



“There exists currently an effective, systematic care & 
treatment model for patients with dementia…” (2006)

Dementia Care is a PACKAGE



Dementia Care started in Memory Clinics

Johns Hopkins Memory and Alzheimer’s Treatment Center

STATE OF THE ART “DEMENTIA CARE” 
DEVELOPED AT HOPKINS

• Comprehensive, accurate diagnosis and 
medical management

• Comprehensive caregiver & family support & 
education guided by Johns Hopkins Dementia 
Care Needs Assessment

• Psychosocial interventions provided by 
dementia-care specialist psychologist,  nurses, 
occupational therapists

• Access to clinical trials protocols for novel 
research therapies targeting Alzheimer’s & 
related conditions 



Cache

Epidemiology of dementia progression 
informs dementia care

Cache County Dementia Progression Study 
(MPIs: Tschanz and Lyketsos)

R01AG21136, R01AG11380, R01AG18712, R01HG02213

Potentially modifiable:
• Medical co-morbidity
• FDA approved meds
• Early neuropsychiatric symptoms
• Use of psychotropic medications
• Early activities, especially mental
• Caregiver closeness, coping style



Dementia Care common activities

• Manage co-morbidities; prevent delirium
• Medication management and debridement
• Treat cognitive symptoms: FDA meds
• Treat neuropsychiatric symptoms (NPS)

– Judicious use of psychotropics
• Support patients: activities, safety
• Caregivers: communication, skills, respite



Maximizing Independence at Home
The MIND at HOME Project

• Conceived by Roy Hoffberger & Kostas Lyketsos
• Collaboration: Johns Hopkins with The Associated
• Raised $2.5 million in support



MIND program development path: 
completed projects

Observational study (Phase I) (The Associated)
Needs Assessment development and piloting
Prevalence and types of unmet care needs

MIND Pilot Trial (Phase II ) (The Associated)
Feasibility acceptability, preliminary efficacy 

(n=303)

IT health record enhancement 
(The Hoffberger Foundation, Arnold Richman)

Enhancement of DCMS

MIND 12-month extension
(The Hoffberger Foundation)

12 month extension of MIND services families



Elements of MIND at HOME



MIND at HOME process
over the course of dementia progression

Prioritize 
Needs

Plan to 
Address 
Needs

Implement 
Plan

Evaluate 
Plan

Assess 
Needs

Mild Moderate Severe Terminal

Dementia 
patient living 
in community



Efficacy of MIND at HOME on 
QOL & clinical outcomes

• 18 month randomized trial
• 303 volunteers & 290 caregivers 

– At home northwest Baltimore (28 Zips)

• MIND at HOME: w/ patient & 
family to meet needs (n=110)

• Augmented usual care (N=193)
• Masked assessment

– Q 4-5 months
– 18 months on intervention
– 26 months overall median





Johns Hopkins 
Dementia Care Needs Assessment

JHDCNA



Usual care—median = 660 days
MIND—median =  948 days 
Difference =  288 days

Risk of leaving current home

MIND at HOME participants less 
likely to leave home or die v. control 
31% vs. 46%



Improved self-rated quality of life

Samus et al, AJGP, 2014



Caregiver benefits
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Maximizing Independence at HOME 
moving forward

Observational study (Phase I) (The Associated)
Needs Assessment development and piloting
Prevalence and types of unmet care needs

MIND Pilot Trial (Phase II ) (The Associated)
Feasibility acceptability, preliminary efficacy 

(n=303)

IT health record enhancement 
(The Hoffberger Foundation, Arnold Richman)

Enhancement of DCMS

MIND 12-month extension
(The Hoffberger Foundation)

12 month extension of MIND services families

MIND-Streamlined RCT (NIA R01AG046274)
Definitive efficacy on time to long term care (LTC), 

cost savings, durability, moderators/mediators

MIND-Plus Innovation Award (CMS HCIA)
Effect on Medicare and Medicaid costs, Develop 

certification program, Develop payment model 



Facing reality:
balancing “cure” with “care”

We CAN take proper care of 100+ million 
patients & caregivers worldwide



Sincere thanks from the team 
to MIND volunteers, and their loved ones 

and to the donors and supporters.



Thank you! 
Ευχαριστω!


	Dementia Care at Home: �the MIND at HOME project
	Facing reality:�balancing “cure” with “care”
	“There exists currently an effective, systematic care & treatment model for patients with dementia…” (2006)
	Dementia Care started in Memory Clinics
	Slide Number 6
	Dementia Care common activities
	Maximizing Independence at Home�The MIND at HOME Project�
	MIND program development path: completed projects
	Elements of MIND at HOME
	MIND at HOME process�over the course of dementia progression
	Efficacy of MIND at HOME on QOL & clinical outcomes��
	Slide Number 15
	Johns Hopkins �Dementia Care Needs Assessment�JHDCNA
	Risk of leaving current home
	Improved self-rated quality of life
	Caregiver benefits
	Maximizing Independence at HOME �moving forward
	Facing reality:�balancing “cure” with “care”
	Slide Number 24
	Thank you! �Eucaristw!

