
Caring for Persons with AD related complications/diagnosis
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UNIT ONE 

PERFORMANCE OBJECTIVES

Introduction to Home Care, Alzheimer’s disease (AD), Normal Aging, and Nutrition.  Upon completion of this unit, the caregiver should be able to:
1. Identify changes associated with the normal aging process.

2. Describe how Alzheimer’s disease affects memory and thinking abilities. 

3. Identify common problems associated with clients with Alzheimer’s disease.

4. Recognize the importance of good nutrition for a person with Alzheimer’s Disease. 
5. Readily identify local, regional and national resources for various populations of caregivers.

Question and Answer Session
The Alzheimer’s disease Caregiver 
ORIENTATION TO ALZHEIMER’S DISEASE 
INTRODUCTION


Definition of the disease

Alzheimer’s disease is a progressive, degenerative disease that affects the brain.  Individuals who suffer from this disease experience changes in memory, thinking, and behavior that interfere with daily functioning. 

Symptoms characteristics of Alzheimer’s disease are described by the term “dementia”.  Not everyone with dementia has Alzheimer’s disease, however.  In fact, some forms of dementia are curable.  Alzheimer’s disease is the most common form of irreversible dementia.

Alzheimer’s disease, like other dementia, is not a normal part of aging.  This is because symptoms, which include difficulties with language, learning, thinking and reasoning, as well as memory loss, eventually leave persons totally unable to care for themselves. 
Physical and Psychological Symptoms

Many caregivers report problems occurring with their family members with Alzheimer’s disease wanders away and gets lost even in relatively familiar surroundings.

Psychological Changes
The primary symptoms of Alzheimer’s disease are cognitive and deals with language, memory, and thinking abilities.  Other symptoms are behavioral and psychological.  For example, some people hallucinate or have sensory experiences that don’t really exist.  Other people have delusions or false thoughts.  And still other people deliver experience suspicion or paranoia whereby the falsely accuse people of trying to hurt them.  Although these symptoms are one aspect of Alzheimer’s disease, they don’t necessarily occur in everyone.
The Role of the Physician
Finding proper medical care is critical. Although education of physicians is increasing, some family physicians still have inadequate knowledge to manage the disease.  A physician may offer a diagnosis, but may not be able to manage the disease.  A physician may offer a diagnosis, but may not be able to follow the person and family members through the illness.  At time physicians tend to offer little guidance on how the disease progresses and sometime make uniformed recommendations.  It is for this reasons that we suggest placing the emphasis on the caregiver to consistently update the physician on behavior changes of the AD client. (Documentation of activities is often helpful in this area).   If at all possible caregivers should look for a physician who has technical knowledge and ability to listen and communicate with family members.  It is recommended that caregivers test the physician’s knowledge by asking specific questions such as, “What could be the cause of memory impairment or what kind of evaluation needs to be done”
In most cases a qualified physician will order a general physical exam, a neurological exam that involves test of memory, brain image tests, and some blood tests.  If the physician fails to order such tests, caregiver should feel free to ask, “why not”.

The ability to communicate and feel comfortable with a physician is indispensable.  It is important that physicians know about such care issues as coping with wandering or selecting nursing home or other long-term care options in addition to referring caregivers to social workers or other sources of care.
IDENTIFYING ASSISTANCE AND SUPPORT 
Families and caregivers should contact the Harris County Area Agency on Aging and specifically the Alzheimer’s Association for information and emotional support.  Although the experience of being in a support group varies, these groups offer a safe place to vent anger, frustration and fears.  They provide the reassurance that caregivers are not alone and that others have coped with similar problems.  These groups remind caregivers that no matter how important your family is, you are equally as important.  Unfortunately, in caring for someone whose life has been permanently transformed, caregivers frequently ignore their own needs.  Among the other issues that caregivers should consider is research.  As an option, caregivers should know that the future is through research –not only in terms of understanding biological changes and developing medications, but also finding new and better ways to care for people with the disease. In unit 1 section two (2) a resource list is available to audience for additional and specific services. 
SUMMARIZATION 
Family Caregivers should maintain balance in their lives by preparing for the worst, but hoping for the best.  Planning for the worst means that you accept the reality that there may be no major breakthrough in research and that your family member might be placed in a nursing home (offer alternative options as facilitator based on caregiver resources or lack thereof). Based on the experiences of caregivers, it is suggested that you as a caregiver savor the personality and character of the person with the disease and enjoy his/her presence for as long as possible
Unit One: Section One (1) 

Nutrition and the Person with Alzheimer’s disease

1. Nutritional needs

2. Physical limitations

3. Strategies and techniques 

Nutrition

Early in the disease process, the diagnosed person, judgment regarding food may become impaired; they think they have eaten when they haven’t or the reverse. They may go through a stage of gorging, especially sweets, and gain weight at a rapid rate.  Later in the disease, people may forget that food served to them is in front of them.  The person may lose the ability to use utensils or get food to their mouths.  Table manners may be forgotten and there are usually more spills with less regard to neatness and order.  As the disease process advances, people are likely to lose their ability and desire to eat.  Some eventually lose the ability to swallow and /or chew food put in their mouths.

Goal
To provide the individual with nutritious meals and snacks, and encourage independence at mealtime as long as abilities allow.

Unit One Glossary
Activities of Daily Living (ADL’s) 

Basic daily living requirements, such as eating, hygiene, dressing, toileting, and moving.

Adult Day Services

This kind of care is offered to adults who usually live at home with other family members or in outside facilities, but who need additional guidance, recreation, psychological support or medical care throughout the day.

CAT scan
Computed Tomography (CT or CAT scan) is a type of x-ray that depends upon a computer to create photographic images of body organs.

Dementia

Loss or impairment of mental abilities

Geriatrician

These physicians specialize in the health care problems of older adults and in other problems related to aging.

Home Health Care

This kind of care includes a variety of services such as nursing, social work, physical and rehabilitation therapy, and even housekeeping services.

MRI

Magnetic resonance imaging-often discussed in conjunction with a CAT scan, this test uses magnetic field and radio waves to create pictures of body organs.
Neurologists

These physicians diagnose and treat conditions of the brain, spinal cord, nerves, and muscles.  Care is provided for such diseases as ALS (Lou Gehrig’s disease), epilepsy, multiple sclerosis, strokes, Parkinson’s disease, Alzheimer’s disease, headaches, sleep disorders and herniated discs. 

Nutrition

The sum of the processes by which a person (plant or animal) takes in and utilizes food substances.

Respite
An interval of rest or relief.

Senses

Functions involving a stimulus and a sense organ (hearing, site, smell, touch, or taste).

Skilled Nursing Care
In most cases, skilled nursing facilities provide on-going nursing care to patients who aren’t acutely ill, but who still need convalescent care or rehabilitation.

Unit One Section Two (2) 
Community Resources

The Harris County Area Agency on Aging (AAA) is part of a nationwide network coordinating supportive services for the elderly as mandated by the Older Americans Act of 1965 and its subsequent amendments.  The AAA plans and contracts for services for senior citizens throughout Houston and Harris County. With the Area Agency on Aging acting as an advocate, awareness of the needs of the elderly increases through services that assist the elderly and their families with options that promote independence, well-being and dignity. 

The AAA's programs are tailored to meet the social, nutritional, educational and logistical needs of all Harris County residents age 60 and above. Nutrition services include the home-delivered meal program for the homebound elderly and the congregate meal program at 48 senior centers in Harris County. Other services include respite care and homemaker services, care-giver training, dental, hearing and legal.
Harris County Area Agency on Aging Family Caregiver Support Network 

The Harris County Area Agency on Aging (AAA) Family Caregiver Support Network works to identify resources, assist and promote awareness to caregivers who are taking care of an elderly person. Grandparents and other caregivers age 60 and older raising grandchildren or children with developmental disabilities are also eligible for services provided by the AAA Family Caregiver Support Network.

The following services are available to care givers and grandparents:

· Information for caregivers about services available; 

· Assistance in gaining access to these services; 

· Referral to programs offering counseling, support groups, library of bilingual resources and training to help caregivers make decisions and solve problems relating to their care giving needs; 

· Respite care to temporary relive the caregiver from their care giving responsibilities and 

· Supplemental services on a limited basis to compliment care provided by caregivers. 

Caregivers find AAA Family Caregiver Support Network services to be vital in helping them support the older people they care for or grandchildren they are raising. With the assistance of AAA services the burden is lessen for caregivers and helps them maintain their role in a healthy manner

· Harris County Area Agency on Aging Family Caregiver Support Network website. 
www.houstontx.gov/health/Aging/caregiver-main.html

	Web Sites - Caregivers


Harris County Long Term Care Mediation - offers free, on-site mediation at participating nursing homes and assisted living facilities in Harris County.
www.ltcmediation.org 
Family to Family Network
www.familytofamilynetwork.org
AARP Webplace:Caregiving


 HYPERLINK "http://www.aarp.org/life/caregiving/" www.aarp.org/life/caregiving/
Caregiver Resources


 HYPERLINK "http://www.aoa.gov/eldfam/For_Caregivers/For_Caregivers.asp" www.aoa.gov/eldfam/

 HYPERLINK "http://www.aoa.gov/eldfam/For_Caregivers/For_Caregivers.asp"  For_Caregivers/For_Caregivers.asp
Texas Department on Aging
www.tdoa.state.tx.us/
Behavioral and Social Research
www.nia.nih.gov/research/
extramural/behavior/
FirstGov for Seniors
www.seniors.gov/
The Comfort of Home
www.comfortofhome.com/newsletters/
newsletters.html
National Family Caregiver Support Program
www.aoa.gov/prof/aoaprog/caregiver/
caregiver.asp
Center for Medicare Advocacy, Inc.
www.medicareadvocacy.org
Center for Medicare Education
www.MedicareEd.org
The Kaiser Family Foundation
www.kff.org
Medicare Rights Center
www.medicarerights.org
SENIORLINK
1-866-797-9697
www.seniorlink.com
Children of Aging Parents
1-800-227-7294
www.caps4caregivers.org
Family Caregiver Alliance
415-434-3388
www.caregiver.org
National Alliance for Caregiving
www.caregiving.org
National Family Caregivers Association
1-800-896-3650
www.nfcacares.org
Well Spouse Foundation
1-800-838-089
www.wellspouse.org
American Bar Association
Commission on Law and Aging
202-662-8690
www.abanet.org/aging
Rosalyn Carter Institute Caregivers Program
http://rci.gsw.edu/gsta12.htm

 HYPERLINK "http://rci.gsw.edu/gsta12.htm"  

National Academy of Elder Law Attorneys
520-881-4005
www.naela.org/
National Senior Citizens Law Center
202-289-6976
www.nsclc.org
MatherLifeWays© - Empowering Caregivers
http://www.matherlifeways.com/
re_empoweringfamily.asp
St. Andrew's Resources for Seniors: Eldercare & Caregiver Resource Center
http://www.standrews1.com/resource_center/
caregiver_facts_caregivers_workplace.html
Anti-aging quiz: Secrets to a longer, healthier life
Click on above link to get to the quiz. 
http://health.yahoo.com has this and much more caregiver information 

	Web sites – Grandparents and others Raising Children


Texas Cooperative Extension
The Texas A&M University System
Grandparents Raising Grandkids
Texas Cooperative Extension, in association with the area Agencies on Aging of Texas, the Texas Legal Services Center and through a grant from the Brookdale Foundation, website serves grand-parenting needs. Whether the grandparent is looking a support group in his/her area or need some tips on how to help the child with home work, this website should be able to provide the information the grandparent may need to make their parenting experience successful and rewarding.


 HYPERLINK "http://grandparentsraisinggrandkids.tamu.edu/" grandparentsraisinggrandkids.tamu.edu/
SeniorCitizens.Com: Grandparentng: Grandparent as Parents


 HYPERLINK "http://www.seniorcitizens.com/k/gasp.html" www.seniorcitizens.com/k/gasp.html
GrandsPlace
GrandsPlace is a Web site that is dedicated to supporting grandparents and other relatives raising others’ children. It is open to members and non-members of GrandsPlace, and provides opportunities for grandparents to provide comments and to gather information.


 HYPERLINK "http://www.grandsplace.com" www.grandsplace.com
Grand Parent Again
Grand Parent Again is a Web site that offers information about education, legal support, support groups, and other organizations for grandparents raising grandchildren.


 HYPERLINK "http://www.grandparentagain.com" www.grandparentagain.com
Caregivers for Adolescent Girls/The National Women's Health Information Center/A Project of the Office on Women's Health in the U.S. Department of Health and Human Services
The Parent/Caregiver section provides resources and links to parent/caregiver information to deal with some of the issues facing adolescent girls.
www.4girls.gov/parents/
AARP Grandparent Information Center (GIC) 
The AARP Grandparent Information Center (GIC) provides information about services and programs that can help improve the lives of grandparent-headed households. The GIC also offers Spanish-language publications. 


 HYPERLINK "http://www.aarp.org/grandparents/" www.aarp.org/grandparents/
Grandparents can search the National Database of Grandparent Support Groups at 


 HYPERLINK "http://www.aarp.org/grandparents/searchsupport" www.aarp.org/grandparents/
searchsupport
Generations United
Generations United is a national organization that focuses solely on promoting intergenerational strategies, programs, and policies. This site has several fact sheets about grandparents and other relatives raising children.


 HYPERLINK "http://www.gu.org" www.gu.org
National Council on Aging BenefitsCheckUp
A free service to help older Americans and their families identify state and federal assistance programs. The service is confidential, and takes only a few minutes to complete.


 HYPERLINK "http://www.benefitscheckup.org" www.benefitscheckup.org
The American Bar Association (ABA)
The ABA provides information about how to find legal assistance, even if you can’t afford a lawyer. Information about the judicial system is available as well. 


 HYPERLINK "http://www.abanet.org/home.html" www.abanet.org/home.html
The Children’s Defense Fund (CDF)
CDF educates the nation about the needs of children and provides information about children’s issues such as health insurance, child care, and school age care.


 HYPERLINK "http://www.childrensdefense.org" www.childrensdefense.org
Brookdale Foundation
Brookdale Foundation Group consists of the Brookdale Foundation, The Glendale Foundation and Ramapo Trust. focus on the needs and challenges of America’s elderly population. Major funding initiatives include:
• The Group Respite Program, begun in 1988, assists community agencies in developing a social model, respite service for people with Alzheimer’s disease and their families (caregivers)
• The Relatives as parents Program (RAPP), initiated in 1991, is designed to encourage and promote the creation or expansion of services for grandparents and other relatives who have taken on the responsibility of surrogate parenting.


 HYPERLINK "http://www.brookdalefoundation.org/brkhello.html" www.brookdalefoundation.org/brkhello.html
Kinship Care Initiatives in Texas
In Texas, public and private agencies and grassroots coalitions of grandparents and other relative caregivers have begun working together to expand the services available to kinship caregivers who are caring for children outside of the foster care system.

• Support for Kinship Care Providers: University of Houston Parent Education Project offers the Grandparents Raising Grandchildren Program to grandparents and other relatives providing kinship care in Houston. The program is located at Thompson Elementary School in south Houston. It provides weekly meetings, educational classes, and field trips. The program also offers referrals to kinship care providers for resources in the area. The program uses an in-house therapist and a family resource coordinator to address the needs and concerns of the kinship caregivers. Contact: Angie Grindon, Director at 713-743-5491.

• Parenting Skills for Houston Kinship Caregivers: Escape Family Resource Center offers Circle of Love, a parenting course for kinship caregivers and the children they are raising in the Houston area. The six-week course includes such topics as how to deal with the absence of the biological parents, caregivers’ loss of their roles as traditional grandparents, how to ease transitions for children, helping everyone to maintain a positive relationship with the biological parent, and a broad range of communication, problem solving, and family living skills. Caregivers and children are divided into separate discussion groups and are then brought back together at the end of class to explore relevant issues as a family. Classes are free. Contact: Jennifer Montes, Program Support, Circle of Love, at 713-942-9500.

Kinship Care and Texas’s Foster Care System
Sometimes children in the care of the states are placed in foster care with grandparents or other relatives. In Texas, the Department of Protective and Regulatory Services (DPRS) reports.

• The DePelchin Children’s Center in Houston has established the Kin Can Program. The program seeks to identify relatives of children in foster care in order to find safe and permanent placements with the kin or to foster long-term relationships. The Center also offers parenting training and support open to kinship care families. 713-802-7634

Other Supports for Texas Kinship Care Families
Children raised by kinship caregivers are often eligible for a range of state and federal programs. In most cases, kinship caregivers may apply for these programs on a child’s behalf even though they are not the child’s parents or legal guardians. Some examples of these programs include:

• Health Insurance
Grandparents and other relative caregivers may apply for free or low-cost health insurance on behalf of the children they are raising trough the TexCare Partnership, which includes Medicaid and the Children’s Health Insurance Program (CHIP). In some cases, caregivers may also be eligible for free coverage under Medicaid.


 HYPERLINK "http://www.texcarepartnership.com" www.texcarepartnership.com
• Cash Assistance 
Cash assistance may be available to children and their grandparents and other relative caregivers through the Texas Works program. In addition to monthly child-only payments for eligible children, Texas Works offers a one-time supplemental payment of $1,000 to grandparents who are the primary caretakers of their grandchildren. To be eligible, grandparents must be 45 years of age or older and have a family income that is at or below 20% of the poverty level. Kinship care families may also be eligible for food stamps to help meet their children’s food and nutrition needs. 


 HYPERLINK "http://www.dhs.state.tx.us/programs/Texasworks/index.html" www.dhs.state.tx.us/
programs/Texasworks/index.html

• State Laws and Policies
Sometimes kinship caregivers find it difficult to obtain services their children need, such as medical care or education. In addition to the state’s child guardianship and custody laws, the following law may be helpful to kinship caregivers:

Medical Consent (Tex.Fam.Code.Ann. §§32.001 seq.): This law allows a child’s grandparent, adult sibling, aunt or uncle and designated others to consent to medical, dental, psychological, and surgical treatment for a child when the child’s parent or guardian cannot be contacted and has not given notice that he or she opposes the treatment. Laws change and are subject to different interpretations. These general descriptions are not intended as legal advice in any particular situation.

Additional Links
Caring Connections - It's About How You LIVE! Free resources on end-of-life issues -- Caring Connections, a program of the National Hospice and Palliative Care Organization (NHPCO) is a national consumer engagement initiative to improve care at the end of life, supported by a grant from The Robert Wood Johnson Foundation. Caring Connections provides free resources, information and motivation for actively learning about end-of-life resources; promotes awareness of and engagement in efforts to increase access to quality end-of-life care; helps people connect with the resources they need, when they need them and brings together community, state and national partners working to improve end-of-life care. -- please visit www.caringinfo.org and 

 HYPERLINK "http://www.houstontx.gov/health/Aging/www.endoflifecoalitions.org" www.endoflifecoalitions.org  - free resources for communities working to improve end-of-life care -- HelpLine - 800.658.8898 

www.familycaregiversonline.net -- Family Caregivers Online, An easy to use online education and information resource, sponsored by the Area Agency on Aging, for anyone helping older adults.

Question and Answer Session

The Alzheimer's disease Caregiver
	

There are an estimated four million Americans with Alzheimer's disease. That number is expected to grow dramatically in the coming decades, with an equal increase in the number of individuals who will become their caregivers. While researchers continue to search for ways to reverse and cure Alzheimer's disease, we must provide caregivers with the same love, compassion and support that they give to their Alzheimer's patients.


	Q. What effect can Alzheimer's disease have on a caregiver?
A. Alzheimer's disease affects more than just the person who has been diagnosed. In most cases, it also impacts the family members and friends who become caregivers. Caring for an Alzheimer's patient can cause emotional, psychological, and physical problems. As the disease progresses, caregivers often find themselves cut off from friends and regular social activities. Further, even the most dedicated caregivers will struggle with guilt over feelings of resentment or frustration that arise as they cope with a loved one's difficult behavioral changes. Alzheimer's disease frequently poses financial problems for caregivers as well. Studies on the economic impact of the disease have found that the average caregiver with a full-time job will miss more than three weeks of work a year, and that one fifth will quit their jobs altogether to provide full time care.

  


Q. How important is early detection and diagnosis of Alzheimer's disease? 
A. Of all the things that caregivers can be taught, the first and perhaps most important is to identify Alzheimer's disease as early as possible. Early warning signs include: 

Gradual loss of short-term memory 

Mood or personality changes 

Problems finding or speaking the right word 

Inability to recognize objects 

Forgetting how to use simple, ordinary things, such as a pencil 

Forgetting to turn off the stove, close windows, or lock doors 

When Alzheimer's disease is diagnosed in its earliest stages, patients can still contribute to their own caregiving strategy (e.g., address financial matters, draw up a will or appoint powers of attorney, decide about participating in experimental therapies). Early detection and diagnosis of Alzheimer's disease can substantially lighten a caregiver's burden.



Nutrition
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Alzheimer’s Demonstration Project


Caregiver Education and Training Curriculum
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