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Data Collection Terms and FAQs
[bookmark: Definition_of_Terms]Definition of Terms
The Administration for Community Living’s (ACL’s) Alzheimer’s and Dementia Program (ADP), includes the Alzheimer’s Disease Supportive Service Program (ADSSP) and Alzheimer’s Disease Initiative-Specialized Supportive Services Project (ADI-SSS). The required data collection for these programs includes reporting basic demographic information, numbers and types of professionals trained, hours of direct service specific to the project, and direct service and administrative expenditures.

Although ACL encourages discussion among grantees regarding the procedures states might adopt to collect the required data, grantees are ultimately responsible for developing their own data collection protocols.

Grantees may choose to collect and share additional data but, at minimum, must submit the required data set using the ADP-DRT Data Collection Reporting Form found online at https://nadrc.acl.gov/node/106 . Data must be submitted on a semiannual basis as a “Grant Note” in GrantSolutions and with the final grant report.

For exemptions, please see the Frequently Asked Questions section of this document.

Please note that name, Social Security number, or any other type of identifying participant information should not be reported to ACL.

If you have any questions or concerns about data collection or reporting, please contact your National Alzheimer’s and Dementia Resource Center liaison.



[bookmark: Person_with_Dementia_and_Caregiver_Chara]Person With Dementia and Caregiver Characteristics

Respondents should ideally be given the opportunity for self-identification and are to be allowed to designate all categories that apply to them.

Program Participants

Person with Dementia—The person with diagnosed or undiagnosed Alzheimer’s disease or a related dementia. Related dementias include, but are not limited to, Vascular Dementia, Dementia with Lewy Bodies, Frontotemporal Dementia, Parkinson’s disease, Normal Pressure Hydrocephalus, and Creutzfeldt-Jakob Disease.

Primary Caregiver—The person who provides the most care of an individual with dementia or who is most responsible for directing and managing the care of an individual with dementia. This definition refers to informal caregivers, such as family or friends, rather than formal caregivers, such as paid health care professionals. Although some people with dementia have more than one
caregiver, for the purposes of this data collection, only collect data from the one person who most closely fits the role of primary caregiver.
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Age Range

· Under 60
· 60+
· Age Missing: Includes missing data and age not specified by participant

Gender

· Female
· Male
· Gender Missing: Includes missing data and gender not specified by participant

Geographic Location

· Urban—A central place and its adjacent densely settled territories with a combined minimum population of 50,000
· Rural—Not urban
· Geographic Location Missing: Includes missing data and location not specified by participant

Ethnicity

· Hispanic or Latino
· Non-Hispanic or Latino
· Ethnicity Missing: Includes missing data and ethnicity not specified by participant

Hispanic or Latino—A person of Cuban, Mexican, Puerto Rican, Cuban, South or Central American, or other Spanish culture or origin, regardless of race. The term “Spanish origin” can be used in addition to “Hispanic or Latino.”

Race Status

Important: Respondents should ideally be given the opportunity for self-identification and are to be allowed to designate all categories that apply to them.

· American Indian or Alaska Native
· Asian or Asian American
· Black or African American
· Native Hawaiian or Other Pacific Islander
· White
· Race Missing: Includes missing data and race not specified by participant

American Indian or Alaska Native—A person having origins in any of the original peoples of North America (including Central America) and who maintains tribal affiliation or community attachment.

Asian or Asian American—A person having origins in any of the original peoples of the Far East, Southeast Asia, or the Indian subcontinent, including Cambodia, China, India, Japan, Korea, Malaysia, Pakistan, the Philippine Islands, Thailand, and Vietnam.

Black or African American—A person having origins in any of the black racial groups of Africa.

Native Hawaiian or Other Pacific Islander—A person having origins in any of the original peoples of Hawaii, Guam, Samoa, or other Pacific Islands.

White—A person having origins in any of the peoples of Europe, the Middle East, or North Africa.

Minority Status

· Minority
· Not Minority
· Minority Status Missing: Includes missing data and status not specified by participant

Minority—Minority populations are defined as Hispanic or Latino, American Indian or Alaska Native, Asian or Asian American, Black or African American, or Native Hawaiian and Pacific Islander. Note that this category integrates data from Ethnicity and Race Status and therefore must be entered by program staff, NOT by the participant. Please see Frequently Asked Questions 8 and 9 for further explanation.

Military Status

A person who has served in the military is an individual who is a former member of any of the U.S. Armed Forces.

· Served in the military
· Not served in the military
· Military Status Missing: Includes missing data and status not specified by participant

Relationship to Caregiver

Relationship data is in reference to the connection between the person with dementia and his or her primary informal caregiver.

· Spouse or Partner
· Parent
· Other Caregiver
· No Caregiver
· Relationship Missing: Includes missing data and relationship not specified by participant

Living Arrangement

Living arrangement data is in reference to who a person with dementia lives with and the identification of an informal caregiver, a person who provides care of an individual with dementia. A person with dementia who does not live alone may live with an informal caregiver or with someone who is not a caregiver. 

· Lives alone, has an identified caregiver
· Lives alone, no identified caregiver
· Does not live alone
· Living Arrangement Missing: Includes missing data and living arrangement not specified by participant
[bookmark: Services,_Expenditures,_&_Participation]Professional Training

This category enables the grant program to quantify training of health care and other community service providers across all grants.  Please see Frequently Asked Questions 11 to 13 for further explanation.
Persons trained may include:	
· Information and referral providers, options counselors	
· Case managers, care coordinators, discharge planners	
· Direct care workers (certified nursing assistants, personal care attendants, companions)	
· Health care providers (physicians, nurse practitioners, nurses)	
· Health educators, interventionists (providing training to people with dementia or caregivers)	
· First responders	
· Clergy, other members of faith community	
· Legal professionals	
· Community businesses (banks, retail stores, pharmacies, cafes, etc.)	
· Other	

Services and Expenditures

[bookmark: For_Evidence-Based_Programs_Only:]Direct Services 

In the ADSSP statute, there are six specified direct services (adult day care, companion services, home health care, personal care, respite, and short-term care in health care facility) of which a state must implement at least one to meet the requirement of spending 50% of total grant funds on direct services. For reporting purposes, only those direct services identified in the ADSSP statute are recorded as “direct services.” 

For ADI-SSS programs, a grantee must implement at least one direct service to meet the escalating requirement of spending 30%, 40%, and 50% of total grant funds on direct services.

The following sections contain service definitions and service units. A unit of service is defined as a specific event or a predetermined period of time spent providing a specific service. Please note that in most cases one unit equals 1 hour. 

To avoid duplicative counting of services, if a person with dementia attended 1 hour of adult day care for both the purpose of socialization for the person with dementia and to provide respite for their caregiver, only one unit service could be counted.

Adult Day Care (unit = 1 hour)—An organized program that takes place outside of the home and provides care for the person with dementia in a congregate setting but is not a residential setting. Services are supervised and include social engagement or health care for elders who require skilled services or physical assistance with activities of daily living. These services may be also referred to as Adult Day Services and Adult Day Health Services.

Companion Services (unit = 1 hour)—Companion services include nonmedical care, supervision, and socialization provided to a participant/client. Companions may assist or supervise the individual with such tasks as meal preparation, laundry, light housekeeping, and shopping. Companion services are typically provided in a participant/client’s home but may include time spent accompanying participant/client to access services outside of the home. These services may also be referred to as Homemaker Services.

Home Health Care (unit = 1 hour)—In-home assistance that addresses medical needs such as administering medications and physical therapy. These services may be also referred to as Health Maintenance Care.

Personal Care (unit = 1 hour)—In-home assistance with daily living activities, including bathing, dressing, eating, meal preparation, and light housekeeping. These services may be also referred to as Personal Assistance.

Respite (unit = 1 hour)—An interval of rest or relief OR the result of a direct dementia-specific service or supportive intervention that generates rest or relief for the caregiver or care recipient.

Short Term Care in Health Facility (unit = 24 hours)—Services provided on a short-/long-term basis in a residential or assisted living facility, nursing home, or other long-term care institution because of the absence/need for relief of the regular caregiver. These services may be also referred to as Institutional Caregiver Respite Care.

Direct Service Expenses
 
Direct Services Expenses are those grant funds spent to provide the direct services listed above. Total Grant Funds Spent for Your Grant includes both federal and match funds.

Percentage of Funds Spent on Direct Service Expenses =

Total Grant Funds Spent on Direct Service Expenditures 
Total Grant Funds Spent for Your Grant

Administrative Expenses
Administrative expenses are the direct and indirect costs related to (1) routine grant administration and monitoring (for example, receipt and disbursal of program funds, preparation of routine programmatic and financial reports, and compliance with grant conditions and audit reports) and (2) contract development, solicitation, review, and monitoring of contracts.

Percentage of Funds Spent on Administrative Expenses =

Total Grant Funds Spent on Administrative Expenditures
Total Grant Funds Spent for Your Grant

For additional information on reporting expenditures, please see the Frequently Asked Questions section of this document. 

[bookmark: Alzheimer’s_Disease_Supportive_Services_]Frequently Asked Questions 
1. Question: Who do I collect demographic information for? Do I have to collect it on every person who comes to a support group or training?

Answer: The grantee is only required to collect demographic information on those persons with dementia and caregivers who are receiving direct services.

2. Question: ACL requires that I report cumulative data. What does that mean?

Answer: ACL requires that grantees submit a data collection report with each semiannual report and with the project’s final report. Each time a grantee submits data, it should be reported as all persons served, all expenditures, and all direct services provided from the grant’s start date listed in the Notice of Award to the date of the end of each subsequent reporting period. 

3. Question: My project works with people with dementia who have multiple caregivers. How do I indicate this on the data?

Answer: Because of the potentially large number of people involved with the care of a person with dementia and the complexities of identifying them, ACL is only asking that grantees collect demographic information on the “primary caregiver.” As noted in this document, “Definitions for Data Collection,” ACL defines “primary caregiver” as “the person who provides the most care of an individual with dementia or who is most responsible for directing and managing the care of an individual with dementia.” This definition refers to informal caregivers, such as family or friends, rather than formal caregivers, such as paid health care professionals. Although some people with dementia have more than one caregiver, for the purposes of this data collection, only collect data from the one person who most closely fits the role of primary caregiver. In states with consumer direction, the primary informal caregiver may also be a paid caregiver.


4. Question: Our project is serving a person with dementia who lives alone. This person has a neighbor who checks in regularly and takes her to doctor appointments, but she does not have any other caregiver. Should we count this person with dementia as someone who lives alone with an identified caregiver or who lives alone without an identified caregiver? 

Answer: This person with dementia should be recorded as “Lives alone, has an identified caregiver.” 

5. Question: If, as a result of outreach we’ve done under this grant, new people are coming to our agency for services that existed prior to the grant, can we count those new people as “persons served”?

Answer: They must be participating in the new services funded through this grant to be counted as “persons served.” If new people are only using services that your agency previously provided, they are not counted as “persons served.” However, in your semiannual and final narrative report you can describe how the additional outreach activities funded by this grant have increased the number of people served by your agency.

6. Question: If people previously being served by our agency now attend/access a program or service that is new because of the grant funding, do they count as persons served?

Answer: Yes, if you have started a new program with funding through your ADP grant, people who had previously been served by your agency that are now participating in the new program should be counted as persons served. For example, if your agency started a new support group for siblings of people with intellectual disabilities and dementia as part of this grant, any persons served through that support group would be counted as persons served.

7. Question: Some of our participants selected more than one option for Race Status, so our Race numbers add up to more than the total number of participants. Is this ok?

Answer: Yes. Race Status numbers will frequently add up to slightly more than the total number of participants. Race Status numbers should never add up to less than the total number of participants.

8. Question: How should our project staff record Minority Status for participants?

Answer: ACL recommends that participants be given the opportunity to select their own Ethnicity and Race Status, but project staff should determine Minority Status. This is because participants may interpret the meaning of “minority” differently than the ACL definition.

Please note that Minority Status is determined based on participant responses to both Ethnicity and Race Status. People who select Ethnicity of “Hispanic or Latino” OR who select Race Status of “American Indian or Alaska Native,” “Asian or Asian American,” “Black or African American,” or “Native Hawaiian and Pacific Islander” should be recorded as “Minority.” People who select both Ethnicity of “Not Hispanic or Latino” AND Race Status of “White” should be recorded as “Not minority.” 

9. Question: When should a participant’s Minority Status be recorded as “Minority status missing”?

Answer: Minority Status is determined based on responses to Ethnicity and Race Status. However, in some cases, staff can determine Minority Status even if one of these responses is missing. If the participant selects “Hispanic or Latino” for Ethnicity and leaves Race Status blank, Minority Status should be recorded as “Minority.” If the participant leaves Ethnicity blank but selects “American Indian or Alaska Native,” “Asian or Asian American,” “Black or African American,” or “Native Hawaiian and Pacific Islander” for Race Status, Minority Status should be recorded as “Minority.” 

If the participant selects “Not Hispanic or Latino” for Ethnicity and leaves Race Status blank, Minority Status should be recorded as “Minority status missing.” If the participant leaves Ethnicity blank and selects “White” for Race Status, Minority status should be recorded as “Minority status missing.”

10. Question: What counts as a respite service?

Answer: Per ACL’s ADP program announcements, the definition of respite is defined as an interval of rest or relief OR the result of a direct service intervention that generates rest or relief for the person with dementia or their family caregiver. Respite includes but is not limited to the following:
· caregiver training/intervention
· support group 
· care consultation, counseling, and care management 
· voucher or cash for respite services
· voucher or cash for tangible items 

11. Question: What types of Professional Training should we include when we count Persons Trained?

Answer: Formal trainings that aim to increase dementia-specific knowledge and skills and/or change the way a professional interacts with persons with dementia and caregivers should be counted in the Persons Trained. 

Training offerings should comprehensive. Further explanation of the training, including topics covered and participant evaluation details should be included in the semiannual and final narrative reports as Activities and Accomplishments. 

General community awareness presentations do NOT count toward Persons Trained—for example, education provided through a health fair or a brief presentation that raises awareness of a specific organization’s services do not count toward training.

12. Question: Does formal dementia training count as a direct service?

Answer: It depends. A dementia-capable system requires training of all staff who have direct contact with individuals with dementia and their caregivers. These may be staff members of the grantee organization or of another agency or organization.

The trainer’s time and the trainees’ time does count as a direct service; this includes time spent on training and travel time to and from the training. Individuals attending the training count as Persons Trained.

Persons trained may include information and referral providers, options counselors, case managers, care coordinators, discharge planners, direct care workers (certified nursing assistants, personal care attendants, companions), health care providers (physicians, nurse practitioners, nurses), health educators, interventionists (providing training to people with dementia or caregivers), first responders, clergy, other members of faith community, legal professionals, or community businesses (banks, retail stores, pharmacies, cafes, etc.) 

Master trainings, by which a master trainer trains others to be trainers, are an exception. Time spent on master trainings does not count as direct service. 

The time spent training individuals with dementia and caregivers does count as a direct service and includes time spent delivering the training and travel time. The time spent by the persons attending the training counts as direct service hours. Individuals with dementia and caregivers attending the training count as persons served.

13. Question: How do I report the provision of dementia-specific staff training as a direct service?

Answer: Eligible training (see above for examples) is reported in the data collection tool as part of both the Professional Training and the Total Units of Direct Service Delivered. Each hour of training for each staff person is considered one unit of direct service. 

In addition, the activities related to these Units of Direct Service should be described in the semiannual and final narrative reports as Activities and Accomplishments.

14. Question: Do assessment activities, options counseling, and follow-up on recommended referrals count as direct services?

Answer: Simply asking if a person has memory complaints as part of an overall initial screening would not count as a direct service. However, if that initial screening indicates the need for further assessment of memory issues and needed services, a secondary, more comprehensive assessment resulting in formal recommendations for follow-up would count as a direct service. 

Time spent in options counseling or care consultation addressing dementia-specific needs would count as a direct service. 

If a follow-up call or check-in indicates the need for further assessment such as a change in the person’s condition or that the recommended referrals were not appropriate, the time spent to conduct further assessment and consultation would count as a direct service.

15. Question: Does the salary of a direct service provider count toward a direct service?

Answer: Yes, if a paid position is an essential component of the direct service provision for this project, all or a portion of the salary for that position may count toward a direct service. If only a portion of the provider’s time is spent on direct service, the percentage of the provider’s time spent on direct services counts toward direct service requirements.

16. Question: May the purchase of tangible items, such as Depends or groceries or even something larger be reported as a direct service?

Answer: Yes, however, when consumers receive a voucher or cash, grantees may not have a detailed accounting of how the funds are spent. ACL recommends that states can report these services in one of two ways. If grantees have detailed information on the services purchased, then they should report them as they would any other direct service. Tangible items, such as disposable diapers, should be counted in the same way as cash; that is, $21 of tangible items equals one unit of direct service. However, if states do not have detailed information on service use, please divide the value of the cash or voucher by the average national cost of home health aide services as reported by MetLife in its 2012 survey, which is $21 per hour. 
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17. Question: Does time spent on project planning count as direct service? 

Answer: No. Certain activities do not count as direct service OR as administrative. These include project planning and implementation tasks such as work and evaluation plan development, staff meetings, development of training materials, staff trainings that are not dementia training, and dissemination of project materials and findings. 

18. Question: What can be considered an administrative expense?

Answer: As stated in the Definitions above, administrative expenses are the direct and indirect costs related to (1) routine grant administration and monitoring and (2) contract development, solicitation, review, and monitoring of contracts.

Administrative expenses do not include costs associated with substantive programmatic work. 

Examples of expenses that are not considered administrative include project planning and implementation (e.g., work and evaluation plan development, staff meetings, staff training); salary, fringe, etc. for staff delivering direct services; the evaluation and analysis of participant outcomes; and the dissemination of project materials and findings. 

19. Question: How should I report the percentage of total grant funds spent for the services and expenditures portion of the data collection tool?

Answer: You are required to report on the percentage of the total grant funds spent. This includes both the federal funds and your matching funds. For ADSSP grants, by the end of the grant period, at least 50% of grant funds must be spent on direct service costs and no more than 10% of grant funds may be spent on administrative costs. For ADI-SSS grants, 30% of a first-year budget, 40% of a second-year budget, and 50% of a third-year budget must be spent on direct service costs.

Percentage of Funds Spent on Direct Service Expenses =

Total Grant Funds Spent on Direct Service Expenditures 
Total Grant Funds Spent for Your Grant

Percentage of Funds Spent on Administrative Expenses =

Total Grant Funds Spent on Administrative Expenditures
Total Grant Funds Spent for Your Grant
20. Question: What do I do if I still have questions about data collection or reporting? 
Answer: Please contact your National Alzheimer’s and Dementia Resource Center liaison.

