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Understanding Family Members with 
Dementia:  Care and Placement 

*This booklet is only a guideline to assist you with placement and answer some basic questions. The information 
came from families of elderly dependents. 

 

What is it?  Dementia is a collective group of mental changes of 
cognitive decline.  Alzheimer’s Disease is a subset of dementia. There 
are many different forms of dementia, but for the purpose of covering 
all general symptoms, use of the word dementia will refer to all forms. 

When you notice a change in your loved one, what does it mean, how 
does it feel, and what can be done? 

 

REMEMEBER:  YOU ARE NOT ALONE 

1.  GET EDUCATED! 

Start with these resources: 

A. https://www.alz.org 
B. Helpline 24/7       800-272-3900 
C. Dementia Care Coordinator – (Alzheimer Assoc. 

website) – social worker 
D. Homage Senior Services – concierge services 

 

DEMENTIA is the global term for loss of cognitive ability (loss of 
memory, language, problem-solving & thinking ability). 
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There are multiple forms of dementia. To name a few:  Lewy Body, 
Neurovascular, Parkinson's Disease, Alzheimer's Disease (most 
common), Frontotemporal Dementia, and Huntington's Disease. 

Some early symptoms may include unexplained paranoia, repetition of 
questions, looped statements. 

See appendix. 

 

Reactions associated when diagnosed by both the patient and family 
members: 

• Relief 
• Depression 
• Fear 
• Sense of Loss 
• Denial  

 

What can be done now? 

• Journaling can be a tremendous source of coping. 
• Support group 
• Stay engaged 
• Take time to feel sad, mourn, and grieve. 
• Talk with others for support.  Some relationships may be tested 

when learning about the diagnosis, and others may be 
strengthened by it. You don't need to talk about everything in one 
sitting. 

• It is important to keep lines of communication open as the 
disease progresses. 
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• Activities that can be done with family member to engage them to 
the present. Reading, games, bubbles, large puzzles, stability balls 
to roll, larger Legos, dancing, chair yoga, music.  Look at photo 
albums of their past, ask them to share stories from their life.  
Make a scrapbook of large pictures and encourage them to tell 
stories about that picture – i.e. holidays, seasons, events. 
Shutterfly type of photo albums of family members and help them 
tell stories of family members. 

• Remind people that your loved one is still the same person, but 
they are not able to control their words and emotions. Their 
"filters" are no longer in effect. Don't try to correct them all the 
time. Play along with their stories. At times, your loved one does 
realize that they are having a hard time finding their words or 
memories. It's okay, reassure them and gently help them recall 
happy memories.  Your loved one still has value and purpose and 
their life still has meaning.  It may be to help others learn to love 
more and to be patient.  They may also provide others 
opportunities to serve and bless your loved one by coming to visit, 
sitting and talking with them or praying for them. 
 

2. Find out where you would like your loved one to live.  

In home care, assisted living, memory care, nursing home. Chances 
are that you may only have a short time to figure out living 
arrangements. List what care you think the loved one needs now and 
in the near future; mobility, medication monitoring, diabetic 
monitoring, dietary and feeding needs, toileting. 

 

Home Care:  If you plan to care for your loved one at home or have 
in home care, you will need a social worker or physical/occupational 
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therapist to evaluate the home for safety. There could be several 
issues that need to be addressed before your loved one moves in 
(stairs, bathroom safety/accessibility, etc.). Medication safety and 
dispensing is a great concern, and a plan needs to be in place. 
Consulting their physician is best practice. 

It is reassuring to get a home evaluation if you choose home care as 
an option. 

Extended Care Facility (Assisted Living):  Assisted living bridges the 
gap between living independently and living in memory care or 
nursing home. It typically offers a combination of housing, meals, 
supportive services, and health care. Assisted living is not regulated 
by the federal government and its definitions vary from state to 
state. Not all assisted living providers offer services specifically 
designed for people with dementia, so it is important to ask. CCRCs 
(Continuing Care Retirement Communities) offer progressive care to 
residents. This may be beneficial to alleviate major moves between 
care needs.  

Assisted living can be thought of as a happy engaging place. The 
resident provides their own furniture and personalizes their room to 
suit them. They can provide their own food; however, oven usage may 
vary dependent on their cognitive level. Meals are provided in the 
dining room at least 2 times a day. Menus are provided. Visiting with 
other residents is encouraged with many social activities scheduled. 
Both independent & assisted living residents are often in the same 
building. 

Continuing Care Retirement Community (CCRCs):  Also known as 
multi-level or progressive care. A resident can move throughout the 
different levels of care within the community as their needs change. 
Payment for these types of services can include an initial entry fee 
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with subsequent monthly fees or payment may be based solely on 
monthly fees. 

1. Independent Care:  A person is there for safety & security. They 
do not have immediate care needs, but they are available 
without moving to another facility. This level is very well suited 
to the alert and oriented patient.    

2. Assisted Living:  A person may need part time assistance which 
could include medication monitoring, blood sugar monitoring, 
mobility issues, etc. Primarily independent. 

3. Memory Care:  A person needs monitoring 100% of the time. 
Challenging communication “memory is minimal". Wanders or 
is a flight risk. Needs reminders or assistance to toilet, eat, and 
dress. This is the highest care level. 
 

Memory Care Facility: Special Care Units (SCUs) are designed to meet 
the specific needs of individuals with Alzheimer's and other 
dementias. SCUs can take many forms and exist within various types 
of long-term care facilities, including assisted living, and they may or 
may not be locked or secured units. Such units most often are cluster 
settings in which persons living with dementia are grouped on a floor 
or a unit within a larger long-term care building.  

If the patient has dementia and are moved to memory care, the 
change in environment can be very difficult, scary, and upsetting for 
all involved. Typically, the unit is locked to avoid a flight risk. Be 
patient with the process and your loved one will adjust within a couple 
of weeks. Keep in close contact with the facility to monitor the recent 
change. 

Memory care rooms are mainly studio or shared rooms. Residents are 
allowed their personal belongs and furniture to make it as familiar as 
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possible. Laundry and housekeeping are provided. Beauty parlor 
services are available. Visitors are welcome and encouraged.  

Adult family homes:  They are licensed by the state. Generally, there 
are 4-6 patients per home. There can be as little as two. Total cost is 
usually broken up between rent and care needs. Rent can range 
between $3000-$4000 per month, and care level points can range 
from $300-$5000+ depending on the level of care needed. A typical 
adult family home has 1-2 shared baths for the residents.  

Nursing home (also called skilled nursing facility, long-term care 
facility or custodial care):  Nursing homes have different staff-to-
resident ratios and their staff members have various levels of 
experience and training. Nursing homes are licensed by the state and 
regulated by the federal government. Usually 2 beds per room, small 
closets, 1 shared bathroom per room. Generally, patients have been 
placed here AFTER a hospitalization or in need of rehabilitation 
services. A social worker will help find and place if directly 
transitioning from a hospital. 

It's very important to make multiple phone calls to find out costs, 
scope of care, and daily planned activities. Then tour! You can learn a 
lot by touring a facility. Pay attention to the comfort level of patients 
and cleanliness. Watch staff and their interactions with patients. Ask 
lots of questions! Get recommendations/referrals.   

Be aware if you choose a care facility, costs vary significantly. In the 
Puget Sound area, monthly costs (rent & care) can run between 
$5,000-$10,000/mo+. Care level is determined by an assessment done 
by the facility's medical staff. A rental fee is charged, then care level 
charges are added. Care level charges are subject to change as the 
patient's needs change (i.e. mental capacity, mobility, diet 
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monitoring, blood sugar monitoring, bathing, etc.). Once a certain 
level is reached, cost adjustments may be increased.  

 

3. How Is Care Paid For?: 
It is advisable to consult with an elder care lawyer to determine use 
of family resources. 
• Self-pay 
• Selling home 
• Long-term care insurance 
• VA benefits. 
• Medicaid assistance: Each facility may have a different spend down 

requirement if at all. A social worker would be best to assist with 
this information. DSHS is your resource for applying for Medicaid 
benefits. Ask lots of questions!   

• Medicare not helpful other than covering medical/prescription 
costs.  Medicare may pay for referral from hospital to rehab or care 
facility after a specific number of days in hospital.  Health insurance 
has details. 
 
 
 
 

4. Changes In Relationships: 
• Loss of independence 
• Less involvement 
• Concern 

 

5. Spirituality: 
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If the patient has a faith community/spiritual history. Most facilities 
will let them be picked up and taken to church, etc.  Sometimes this is 
not an option due to their agitation or mental cooperation. But 
spiritual care is so comforting to the patient and family.  There is 
something about being with your spiritual family even if they are 
confused.  Some facilities provide a faith/religious service on site. 

Ask for help. Be specific as possible when you request support. You 
will benefit from the support from family & friends. Be open about 
your feelings and experience in living with the disease. 

Reevaluate your relationships. Don’t dwell on those that are unable 
to support you or provide a positive presence in your life. Give them 
time to adjust to your diagnosis.  Don’t take their behavior personally. 

 

6. Plan For The Future 
a. ADVANCE DIRECTIVES 

Power of Attorney (POA) (both financial & health care) and Health 
Care Directive: These are a necessity when caring for someone 
with dementia. Make sure your loved one's estate planning is 
completed and has been recently reviewed while they are still 
capacitated (within the past 5 years). If you are the agent on the 
POA have a notarized copy in your files. Retain copies of 
important documents and notes on all their accounts. Meet with 
your loved one's financial advisor, attorney, and CPA for 
introductions. Understand their financial situation and ability to 
afford long-term care needs. Do they have long-term care 
insurance or life insurance with a long-term care rider?  
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The more you prepare now, the easier it will be 
once a decision is needed for a care plan. 


