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Background

The Alzheimer’s Disease Supportive Services Program (ADSSP), formerly known as the Alzheimer’s Disease Demonstration Grants to States program (ADDGS), supports state efforts to expand the availability of community-level supportive services for persons with Alzheimer’s Disease and Related Disorders (ADRD) and their caregivers.

Two types of grants are offered through the program:
· Evidence-Based Models: AoA’s evidence-based ADRD programs closely replicate specific interventions that have been tested through randomized-controlled clinical trials with the results published in peer-reviewed journals. 
· Innovative Practices: AoA’s innovative Alzheimer’s programs use a variety of unique approaches to improving the delivery of supportive services at the community level to people with ADRD and their family caregivers.
· [bookmark: _GoBack]Systems Integration: Integration of a statewide set of programs that includes a Single Entry Point/No Wrong Door access for individuals and ensuring access to a comprehensive, sustainable set of high quality services relevant to the population residing in the state’s service area with an emphasis on incorporating dementia capability in services for people with dementia.

Goals of the Program:
· Expand the availability of diagnostic and support services for persons with ADRD, their families, and their caregivers;
· Improve the responsiveness of the home and community-based care system to persons with dementia;
· Develop models of assistance for persons with Alzheimer’s Disease and Related Dementias (ADRD) and their family caregivers;
· Encourage close coordination and incorporation of ADRD services into the broader home and community-based care system.

Current ADSSP active grants:
· 41 grants in 24 States, the District of Columbia and Puerto Rico 
· Evidence-based models (AE): 20 grants in 15 states
· Innovative practices (AI): 17 grants in 15 states, DC and Puerto Rico
· Systems integration (DS): 4 grants in 4 states
· Year awarded
· 2008: 2 (AE)
· 2009: 7 (AE)
· 2010: 17 (AI), 11 (AE)
· 2011: 4 (DS)


The current report includes data only for active ADSSP grants. It is worth noting that although 14 grants have closed since the last summary report one year ago, overall persons served for active grants have actually increased. (A total of 40 grants have ended since the inception of the ADSSP program; a report summarizing the cumulative activity of those grants will be forthcoming in September 2013.)
Performance Summary for Active Grants
 
Persons Served 

	
	As of spring 2013

	Participants Served
	21,534 

	Persons with Dementia
	10,966

	Caregivers
	10,568

	Total target number of persons to be served
	15,738

	% of Target reached
	109%*


*Percentage calculated using only data from the 26 grantees that supplied target numbers.

Total Persons Served by Grant Type 
	 
	 PWD 
	 Caregiver 
	 Total 

	Total
	10,966 
	10,568
	21,534

	Grant Type
	 
	 
	 

	Evidence-Based Grants
	5,964 
	5,946
	11,910

	Innovation Grants
	4,855
	4,412
	9,267

	Systems Integration Grants
	147
	210
	357

	Grant Year
	 
	 
	 

	2008
	1,422
	1,422
	2,844

	2009
	1,348
	1,348
	2,696

	2010
	8,049
	7,588
	15,637

	2011
	147
	210
	357

	Evidence-Based Grants*
	 
	 
	 

	Cleveland Managed Care Intervention
	704
	704
	1,408

	Coping with Caregiving
	675
	675
	1,350

	LEEPS
	35
	35
	70

	New York University Caregiver Intervention
	716
	716
	1,432

	RDAD
	276
	276
	552

	REACH II
	362
	362
	724

	Savvy Caregiver
	2,989
	2,971
	5,960

	STAR-C
	178
	178
	356

	Tailored Activity Program (TAP)
	29
	29
	58


*Although NC 90AE0344 has received approval for a modification request to use the REACH Out intervention, it is being counted as REACH II for the purposes of this report.


Demographics:
· 97% of persons with dementia served are over the age of 60; 64% of caregivers served are over 60.
· Overall, 33% of those served are male. 
· 41% live in a rural geographic location.  
· 46% of the relationships between persons with dementia and their caregivers are that of spouses or unmarried partners; 36% involve care of a parent; 7% are other relatives; only 3% are non-relatives. 
· 77% of participants are White-Non Hispanic; the remaining 23% belong to a racial or ethnic minority. 
· About a fifth (18%) are veterans.
· These numbers have remained consistent since the last annual report in June 2012.
· See the Participant Demographics table below for more details.

Target Persons Reached and Program Completion Rate:
· Twenty-six grantees out of 41 have submitted information on the target number of persons to be served.
· All of the 26 grants that have provided target numbers have also begun serving PWD and caregivers; only 2 grants are at or below 50% of their goal, while 16 grants have exceeded their target goal.  
· Among the 20 grantees that have submitted data on entrants and completers, the overall rate of program completion is 74%.



Participant Demographics for Active Grants
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*PWD Relationship totals do not add up to 10,966 because DC 90AI0032 has 4 PWD participants with no caregiver and therefore no reported Relationship. Percentages may add up to more than 100% due to rounding.


1

% of Target Reached as of 2/28/2013

Grants missing from this chart have not submitted target numbers.


Innovations/Successes
	· Outreach to new or expanded audiences (4 grants)

	· Identifying new sources of funding to support or expand the program (3 grants)

	· Use of technology to improve or expand services (3 grants)

	· Engaging new partners with the potential for expanded reach   (2 grants)

	· Ensuring sustainability of services (2 grants)

	· Improved fidelity/program quality (2 grants)

	· Outcome measurement/data tracking (2 grants)

	· Innovations in volunteer recruitment methods (2 grants)

	· Improved opportunities for detection of early stage dementia (1 grants)

	· Development of new training materials (1 grants)

	· Innovative service practices and referral processes (1 grants)


Highlights
· CA 90AI0029 - Kaiser Permanente, working with their information technology team, has amended their electronic medical record to include a dementia care plan; this is still a work in process.  The care plan will need more integration among healthcare providers.
· KY 90AE0348 - The use of an Occupational Therapist (OT) in Adult Day care has resulted in positive feedback and increased client engagement.  
· OH 90AI0040 - Developed new reports to facilitate discussion of clients during counselor supervision weekly calls. Obtained a NIA SBIR grant to create SHARE materials for use on iPads, including training materials for use by community-based aging network organizations.
· UT 90AE0343 - Requested a modification to provide a tele-counseling option to increase enrollment opportunities for underserved rural families.
· VT 90AI0047 – Grantee is using iPads to deliver their intervention.
Challenges
	· Participant recruitment/retention; difficulty reaching target groups (19 grants)

	· Staff/volunteer issues, including training, recruitment and turnover (10 grants)

	· Data collection/entry issues (6 grants)

	· Monitoring, fidelity, evaluation (4 grants)

	· Obtaining effective levels of participation from other professionals or organizations (3 grants)

	· Budgeting (2 grants)

	· IRB process (2 grants)

	· Partners backing out of the project or responsibilities (2 grants)

	· Technological challenges (2 grants)

	· Funding delays or cuts (1 grants)

	· Grant funding issues (1 grants)

	· Natural disaster (1 grants)

	· Providing service in the allotted time, or provide service without undue time burdens (such as travel) (1 grants)



Highlights
· MN 90AE03336 - Two of the FMC consultants left their positions in this reporting period. The program has found it is difficult for a new care consultant to take over and maintain the close relationships with family caregivers that the first care consultant had established. Clearly, preplanning for a strong back-up system is needed. The FMC program has had considerably more difficulty recruiting African American family caregivers. One of the care consultants, a supervisor, and other Area Agency on Aging staff are working on a report on what kinds of marketing and outreach efforts would be needed to address this challenge.
· NY 90DS0004 - The immediate crisis and aftermath of Superstorm Sandy, the disaffiliation of the Long Island Chapter of the Alzheimer’s Association, contracting delays, and uncertainty surrounding the outcome of the state budget proposal and whether match funds would be available or delayed, all posed significant barriers to implementing the systems integration grants.
· TN 90AI0043 - Project reports that it is missing contact information for 170 out of 1,961 participants and that the response rate to follow up surveys is very low at 30%. Only 10 out of 19 identified organizations have responded after multiple contacts and the project is not able to display up to date information on ADRD-related training available on the Tennessee Commission on Aging and Disability website.
· UT 90AE0343 - Continuing challenges for counselors include multiple roles involving establishment and maintenance of rapport with and retention of families as well as outreach and recruitment; time demands of expanding caseloads and traveling long distances; and outreach in rural areas, including costs of travel.
· WI 90AI0049 - Continuing to work with outside facilitator in addressing the challenge of implementation of a common tracking system across the VAMC, Alzheimer’s Association, and each ADRC.
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# % # % # %

Total 10,966 10,568 21,534

Age

Under 60 271 3% 3,394 36% 3,665 18%

60+ 10,312 97% 6,039 64% 16,351 82%

Age Missing 383 1,135 1,518

Gender

Female 6,179 58% 7,518 78% 13,697 67%

Male 4,532 42% 2,121 22% 6,653 33%

Gender Missing 255 929 1,184

Geographic Location 

Urban 6,720 63% 4,960 53% 11,680 59%

Rural 3,885 37% 4,349 47% 8,234 41%

Geographic Location Missing 361 1,259 1,620

Relationship 

Spouse 4,694 44% 4,311 46% 9,005 45%

Unmarried Partner 48 0% 52 1% 100 1%

Child 730 7% 3,870 41% 4,600 23%

Parent 3,989 38% 172 2% 4,161 21%

Other relative  833 8% 633 7% 1,466 7%

Non-relative  322 3% 339 4% 661 3%

Relationship Missing 346 1,191 1,537

Ethnicity  

Hispanic or Latino 950 10% 1,075 12% 2,025 11%

Not Hispanic or Latino 8,945 90% 7,921 88% 16,866 89%

Ethnicity Missing 1,071 1,572 2,643

Race

White - Non-Hispanic 7,501 78% 6,954 77% 14,455 77%

White - Hispanic 770 8% 854 9% 1,624 9%

American Indian or Alaska Native  71 1% 78 1% 149 1%

Asian 106 1% 78 1% 184 1%

Black or African-American  1,025 11% 927 10% 1,952 10%

Native Hawaiian or Other Pacific Islander 14 0% 9 0% 23 0%

Persons Reporting Some Other Race 84 1% 74 1% 158 1%

Persons Reporting 2 or More Races 86 1% 68 1% 154 1%

Race Missing 1,309 1,526 2,835

Veteran Status 

Veteran 2,137 24% 778 11% 2,915 18%

Non-Veteran 6,816 76% 6,305 89% 13,121 82%

Veteran Status Missing 2,013 3,485 5,498

PWD Caregiver Total


