ADRCs, Alzheimer’s Disease, and Dementia
1. Why are Alzheimer’s disease and dementia important for ADRCs? 
· 4.5 million elderly Americans have Alzheimer’s disease or other dementias.

· People with Alzheimer’s disease and other dementias, their families, and other caregivers often have difficulty obtaining the information and assistance they need to make informed decisions about nursing home and home and community-based care.  

· At least one-third of elderly people who use various types of home and community-based services have Alzheimer’s disease and other dementias.

· Half of elderly nursing home residents have Alzheimer’s disease and other dementias, and elderly people with these conditions who are living at home are much more likely than other elderly people to be admitted to a nursing home. 

2. How do Alzheimer’s disease and dementia affect decisions about care?

· Services for people with Alzheimer’s disease and other dementias must accommodate their impairments in memory, judgment, communication, and orientation.  These people may need supervision in addition to help with activities of daily living.  They are also likely to need help managing medications, other medical treatments, money, and finances.  

· People with Alzheimer’s disease and other dementias may be unable to understand or follow-up on information about available services. If the person has family or friends to help, they must be involved and supported in making decisions about care.  More intensive assistance is needed by 10% of people with these conditions who have no family or friends to help them.

3. What can ADRCs do to help people with these conditions and their families and other caregivers make informed decisions about care? 

· Identify calls and contacts that pertain to a person with Alzheimer’s disease or another dementia.  Most people with these conditions still do not have a formal diagnosis; the person and family may deny or be unaware of the condition and its importance for decisions about care.   

· Provide information about services that accommodate the special needs of people with these conditions, including sources of additional help in understanding the person’s condition and its impact on care needs, planning for the future, and supporting family and other informal caregivers. 
4. What resources are available to ADRCs? 

· Some ADRCs have provided training for their staff or designated a staff specialist on Alzheimer’s disease and other dementias. Minnesota created a model and tools that may be helpful to other states.  Information about the Minnesota ADRC model follows. 

· The Administration on Aging will be developing tool kits and providing technical assistance to help ADRCs respond to people with Alzheimer’s disease and other dementias and their families. For further information, email Katie Maslow (katie.maslow@alz.org) or Lori Stalbaum (Lori.Stalbaum@aoa.hhs.gov).

Minnesota’s Memory Care Initiative: 
ADRC Model and Tools

Overview

In 2003, Minnesota received a federal Aging and Disability Resource Center (ADRC) grant. The key goals of Minnesota’s ADRCs are to (1) provide older adults, people with disabilities, and caregivers with information and assistance so they can make informed choices about long-term care services and (2) streamline access to community resources and public services. The ADRCs are part of the MinnesotaHelp Information Network, which includes the Senior LinkAge Line™.  The Senior LinkAge Line™ is a free telephone information and assistance service that helps seniors and their families find community services anywhere in Minnesota. In 2005, Senior LinkAge Line™ provided service to almost 100,000 unduplicated contacts.  

Minnesota also received a grant from the Administration on Aging through the Alzheimer’s Disease Demonstration Grants to States (ADDGS) program to improve care and services for people with Alzheimer’s disease and other dementias. ADRC and ADDGS program staff, along with other partners, began a partnership to ensure that a key service of Minnesota’s ADRCs – the Senior LinkAge Line™ - is capable of identifying people with memory loss and providing appropriate information, referrals, and assistance.
 
The Minnesota ADDGS program and its work with the ADRCs are part of the Minnesota Memory Care Initiative. This initiative also includes community projects to coordinate medical and non-medical services for people with Alzheimer’s disease and other dementias and their families.  More detailed information about the Minnesota Memory Care Initiative is available at http://www.mnagingproviders.org/memorycare/pages/memoryCare.htm.
When the ADRC and ADDGS programs began their partnership to improve memory loss identification and referrals within the Senior LinkAge Line™, the following issues were identified and subsequent action steps were taken:
Issue:
 No formal procedures were in place to help Senior Linkage Line™ staff identify people with memory loss and their families and caregivers.  

· “Memory Loss” was added as a problem need with enhanced resource fields to the computerized questioning path that guides Senior Linkage Line™ staff during each call.  Callers who respond “Yes” when asked if they are calling for services for another person are asked, “Does the person receiving care have memory loss?”  If the answer is “Yes,” Senior Linkage Line™ staff asks further questions to facilitate referrals to services that will meet the needs of the person and family. Attachment 1 shows this part of the computerized questioning path.

· The Alzheimer's Association developed and delivers training to Senior Linkage Line™ staff that focuses on the 10 Warning Signs of Alzheimer’s disease as well as other strategies for identifying people with memory loss.  To view this training, go to http://www.mnagingproviders.org/memorycare/SLL/Senior%20Linkage%20Line%20Training.ppt
Issue: Appropriate services (i.e., dementia assessment, treatment, adult day care, support groups, and family consultation) for people with memory loss and their families were buried among a large number of other services in the statewide referral database, MinnesotaHelp.info™, which is used by Senior LinkAge Line™ staff to provide information and referrals for callers.

· Procedures were put in place to allow immediate transfer of Senior Linkage Line™ calls to the Alzheimer’s Association chapter or another appropriate service provider while the caller is still on the line to ensure seamless service.  
· Priority was given in the MinnesotaHelp.info™ referral database to the Alzheimer’s Association chapter, so when possible memory loss is identified, the caller is referred first to the Alzheimer’s Association, which can help the caller prioritize his/her needs and select appropriate services.   

Issue: The existing data system was not programmed to track memory loss as an issue; thus, little information was being captured about calls from people with memory loss or their caregivers.      

· Changes were made in the Senior Linkage Line™ data tracking system so that data are now available on the number of callers identified with possible memory loss and the number of caregivers who call about a person with possible memory loss.  Referrals and follow-up provided for these callers are also being tracked.

Issue: Once staff was trained and referral sources were established for people indicating possible memory loss, such as Alzheimer’s disease, there was a need to make people aware of the available service as well as help them make informed decisions.

· A memory loss identification kiosk card was created for the ADRC marketing campaign, Age Well, Live Well, Plan Well, Care Well.  The campaign has placed resource center kiosks in clinics, libraries, banks and other community facilities throughout the state, and more than 70,000 memory loss identification cards have been distributed thus far.  To view the kiosk card, which can be modified for use by others, go to http://www.mnagingproviders.org/memorycare/SLL/MemoryLoss_
kioskcard.pdf
· Additions were made to the state’s Long-term Care Choices tool.  This web-based consumer decision tool assists users in identifying long-term care needs; locating community services; creating a plan for care; and requesting personalized assistance.  The tool contains two questionnaires devoted to identifying memory loss.  One is designed for self-assessment by the person with memory loss, and the other is designed for a family caregiver or professional.  Attachment 2 shows the two questionnaires and related information to help people get connected to community services.  The complete Long-term Care Choices tool is available at http:\\www.MinnesotaHelp.info.  
Summary

Over the past three years, ADRC and ADDDGS program staff, the Alzheimer’s Association Chapter, and other aging network and dementia service providers have worked together to successfully ensure that people with memory loss and their caregivers are provided appropriate information, information, and referrals when contacting the ADRC’s Senior LinkAge Line™.
Attachment 1 

Minnesota Senior Linkage Line®:  Instructions for Client Interviews, Modified To Show Memory Loss Questions

The computerized questioning path used by Senior Linkage Line® staff is organized by whether the caller is a senior or beneficiary, on the one hand, or a caregiver, on the other hand.  The types of question asked are summarized below.  The questions about memory loss, which are only asked of caregivers, are shown in full.

Senior/Beneficiary - New Call

1. Identifying and contact information (name, address, telephone, fax, email, age, birth date, work phone, gender, ethnicity, language spoken).
2. Disability status. 
3. Financial and eligibility information:  (income, assets, number in household)  

4. Medicare Savings Program: (Is the senior/beneficiary eligible; if not, reason not eligible;did senior/beneficiary apply? type of application sent?)  
5. Type of Service: (Hang-up; information and referral; information only; information, referral, and assistance). 
6. Minnesota Prescription Drug Program: (Is senior/beneficiary enrolled?  Does he/she have drugs that are not on formulary? Application sent?  Number of forms you assisted with MN RxConnect Pharmacy)
Representative Caregiver – New Call

1. Identifying and contact information (name, address, telephone, fax, email, organizational affiliation, if any, age, birth date, gender, ethnicity, language spoken).
2. Relationship to care receiver? Lives With Care Receiver? 
3. Memory Loss:  Does the person receiving care have memory loss- Yes or No.  If caller sounds unsure ask probing questions (10 warning signs): 

· Does he or she forget things more often?

· Forget how to use the stove or make lunch?

· Forget the names of simple things like toothbrush and instead will say “that thing for my mouth”?

· Forget where they are or how they got there?

· Wear inappropriate clothing – an overcoat in July, shorts/sandals in February, night gown to get groceries?

· Forget what adding and subtracting is?

· Rapid changes in mood, cry one moment, laugh the next?

· Extremely suspicious, fearful or dependent on a family member?

· Has become very passive, sits in front of the TV for hours, sleeps all the time, isn’t interested in things they used to love to do – knitting, woodworking etc.

If yes to any questions – Automatic connection to “Memory Loss” problem need field for referrals  

Have you talked to anyone about this?  (Refer to Alzheimer’s Association or Caregiver Coach)

Are you receiving any services? (Refer to SOS worker and/or Alzheimer’s Association)

Are you feeling overwhelmed? (Refer to Alzheimer’s Association or Caregiver Coach)

Low Income Subsidy/Part D

1. Low income subsidy eligibility
2. Part D:  help in selecting plan? how enrolled? Reason for not being enrolled? Type of plan selected.

3. Transition from Minnesota Prescription Drug Plan to Part D

Call Review

1. How the consumer contacted the Senior LinkAge Line®.
2. Who contacted the Senior LinkAge Line®. 
3. Number of contacts made by the Senior LinkAge Line® specialist on behalf of the consumer.

4. How did the consumer hear about the senior LinkAge Line
5. Where were information and assistance services provided?
6. Specialist or volunteer that worked with the caller.

Attachment 2
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MinnesotaHelp Long-term Care Choices is a web site that is accessible through http://www.MinnesotaHelp.info. It helps seniors and their caregivers build a plan that includes home and community based services, tips, links to other web sites, and documents that guide decision making.  

MinnesotaHelp Long-term Care Choices contains seven questionnaires addressing daily living needs, memory loss, medication, health insurance, housing, safety and security and planning ahead.  If a caregiver is using the tool, a questionnaire specifically for the caregiver is launched.

MinnesotaHelp Long-term Care Choices is customizable based on the user – a senior identifying his/her own needs, a caregiver, or a human service professional.  There are two memory loss questionnaires – one designed for a self-assessment and one designed to be completed by a caregiver or professional.



Memory Loss – Self assessment
Do you have, or have you ever had severe memory problems?
[image: image1.wmf]Yes
[image: image2.wmf]No
Memory Loss - Self assessment Results

Concerns about memory loss? It’s not uncommon to occasionally forget dates or lose items, and these events may become more common with age. If memory problems often interfere with day-to-day activities, get information, care, and support as early as possible.

Getting a diagnosis is important A dementia evaluation can rule out other causes of memory loss. In some instances, memory loss is caused by mini strokes and timely medical help may help prevent further complications. If the doctor finds that it is Alzheimer's Disease or another dementia, there are medications and other treatment strategies that may help.


Memory Loss – Caregiver and/or Professional Assessment
It's not uncommon to occasionally forget dates or lose items. If memory problems interfere with day-to-day activities, get information, care and support as early as possible. If your mother's has one or more of the above warning signs, ask a doctor for a complete exam for Alzheimer's Disease or related memory loss conditions.

Here are 10 early warning signs for memory loss. If your mother's has one or more of the warning signs, ask a doctor for a complete exam for Alzheimer's Disease or related memory loss. 

Does your mother have any of these memory loss warning signs (check all that apply):

A. [image: image3.wmf]Memory loss: forgetting such things as appointments, names or telephone numbers often and not remembering them later? 

B. [image: image4.wmf]Trouble doing everyday tasks: such as preparing a meal, using a household appliance or participating in a familiar hobby? 

C. [image: image5.wmf]Problems with language: often forgetting simple words or using unusual words? 

D. [image: image6.wmf]Confused about time and place: such as getting lost on one's own street 

E. [image: image7.wmf]Poor or decreased judgment: such as using poor judgment and giving away large sums of money or paying for home repairs that aren't needed 

F. [image: image8.wmf]Problems with abstract thinking: such as forgetting how to balance a checkbook 

G. [image: image9.wmf]Losing things: or putting them in unusual places such as putting an iron in the freezer 

H. [image: image10.wmf]Changes in mood or behavior: such as rapid mood swings from calm-to-tears-to-anger for no clear reason 

I. [image: image11.wmf]Changes in personality: becoming confused, suspicious, fearful, or overly dependent on a family member 

J. [image: image12.wmf]Loss of energy and "get up and go": sitting in front of the television for hours, sleeping more than usual and not wanting to do usual activities

Memory Loss - Caregiver and/or professional assessment Results

Concerns about memory loss? It’s not uncommon to occasionally forget dates or lose items, and these events may become more common with age. If memory problems often interfere with day-to-day activities, get information, care, and support as early as possible.

Getting a diagnosis is important A dementia evaluation can rule out other causes of memory loss. In some instances, memory loss is caused by mini strokes and timely medical help may help prevent further complications. If the doctor finds that it is Alzheimer's Disease or another dementia, there are medications and other treatment strategies that may help.

If there are health concerns in addition to the memory loss, it is important for family members or another person to take an active role in health care coordination. This includes going to all medical appointments, assuring that medications are taken properly, and other health recommendations are followed.

Family and friends who help out on a regular basis (caregivers) play a critical role. Family members of people with Alzheimer's Disease or other dementia are strongly encouraged to contact the Alzheimer's Association, through their Web site http://www.alzmndak.org or by telephone at 1-800-232-0851.

The safety of people with dementia is often a concern. There are a variety of options to help keep people stay safe in their home and community such as wandering alerts, stove safety devices, etc. When it is not safe for a person with dementia to be left alone there are different respite options (relief for the caregiver) that are available. There are also residences that specialize in providing 24-hour care for people with memory loss.


In addition to the Result text listed above, users who indicate memory loss is a concern will receive referrals to local service providers that conduct Dementia Evaluations and Geriatric Assessments.  Users also have an opportunity to read Tip Sheets about Alzheimer’s and Other Dementia Screenings, Senior Health Assessments, and Dementia Screenings as well as use hyperlinks to visit the Alzheimer’s Association Minnesota-North Dakota Web site and read an article authored by the National Institute on Aging titled “Forgetfulness: It’s Not Always What You Think.”  

� To avoid the negative connotations often associated with the terms “Alzheimer’s disease” and “dementia,” the Minnesota Memory Care Initiative uses the term “memory loss” whenever possible.  
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