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Chap 1.
Gaining an Understanding of Neurocognitive Disorders

Mental lapses are a part of life. It is common for people to be forgetful or absent minded at times. For
some individuals, it may be a part of their personality. That is the way they are wired. During the aging
process, brain functions naturally decline. The brain actually shrinks (especially in the prefrontal cortex,
our learning region of the brain), blood flow decreases, communication between neurons in our brain can
be reduced, and other declines present themselves. For some, these are subtle changes and may even
be unnoticeable to most people. For others, it could be the first signs of a Neurocognitive Disorder (NCD),
formerly referred to as dementia.
There have been significant advancement in the science and the medical field over time. This has brought
great benefits to society. New medications have been introduced. These medications have successfully
treated and even cured diseases. Individuals are living much longer than in previous years. However, as
our population ages, we still face great medical challenges. NCD are still conditions that remain prevalent.
The number of people living with dementia worldwide is currently estimated at 47.5 million and is
projected to increase to 75.6 million by 2030. The number of cases of dementia are estimated to more
than triple by 2050.
World Health Organization

NCD is more of a classification or description of a condition. There are disorders that fall under the
description of NCD. Not all of them are progressive. A few may they run their course and do not cause
permanent effects. Individuals may recover and return to normal functioning. Most of the other NCD
conditions are permanent and take on a progressive course. Alzheimer’s makes up a majority of the
cases. According to Aging, Demographics, and Memory Study (ADAMS), a nationally representative
sample of older adults, an estimated 5.3 million Americans of all ages have Alzheimer’s disease in

2015. If an individual has Alzheimer’s prior to age 65, it is considered early onset. For those over 65, it is
just referred to as Alzheimer’s. Eighty-one percent of people who have Alzheimer’s disease are age 75 or
older (World Health Organization).
The warning signs for Neurocognitive Disorders include:
•

Memory loss, forgetting things more frequently

•

Problems with getting information out and formulating word

•

Change in presentation or personality

•

Misplacing things

•

Poor decision making

•

Not being able to do routine tasks

•

Uncertainty of time and place

•

Isolating more/decline of activity level

•

Repeating oneself

•

Change of hygiene

•

Lack of control over bladder or bowel

•

Difficulties in abstract thinking
These signs and symptoms do not determine conclusively that someone has a neurocognitive disorder
but would support further exploration of a diagnosis. To formulate a diagnosis, it would involve extensive
testing which would include: complete medical history, blood work up, CT(CAT) Scan, Magnetic
Resonance Imaging(MRI),SPECT or PET imaging, brain scans, and Neurological testing. For some
disorders, we may not know for sure what the disorder was until an autopsy of the brain. For patients who
are diagnosed with a NCD , these tests are important to establish a baseline of functioning. When this is
done, we can monitor the decline and have empirical data to rely on. Medication and lifestyle adjustments
could be made accordingly.
There is not a conclusive marker or factor that determines who will develop a NCD. The risk factors for
NCD include:

•

Age

•

Family History

•

If you have Down Syndrome

•

Genetics

•

Lifestyle (weight, cholesterol, diabetes, blood pressure)

At this writing, there is no cure for some of these disorders. Some forms of NCD (usually substance
induced, medication reaction, or short term reaction to illness) may subside after time. However, a
majority of others do not. They get progressively worse. Their decline may take on a slower course than
others. There may even be brief times of clarity that may be encouraging. These moments, unfortunately,
do not last. There is a descent in their cognitive abilities, which may take years to run its full
course. Medications are available that may slow down the progression of the condition but at this writing
there is no cure. Some of these medications have provided up to six months of improvement. However,
the progression continues after that. Unfortunately, as the disease reaches its final stages, the body shuts
down and death follows.
Preventative measures for Neurocognitive Disorders are not scientifically validated. This means there is
some research that has been done to support evidence that this helps, but not eliminate the possibility of
NCD. This would include: Diet, exercise, intellectual stimulation, and social stimulation. These
preventative measures would not eliminate the possibility of having a NCD, but decrease the likelihood of
having one, or at least delaying onset.
A diagnosis of a Neurocognitive Disorder is significant event for families to come to terms with. Significant
adjustments need to be made for all individuals involved. Our next issue discusses resources available for
families and individuals who are faced with NCD.

Chapter 2

Developing Resources for Elder Care

As we age, we start to lose our physical and mental capacities. The loss of muscle tone, strength, and
cognitive abilities is different for each individual. A few of us may first begin to notice physical losses in our
late 40’s. There are individuals in their 90’s that show very little slowing down in their cognitive abilities.
Factors such as heredity and lifestyle play big factors in how getting old impacts someone. Inevitably, our
losses may start impacting on our ability to care for ourselves. At some point, our own adjustments may
make it difficult to take care of ourselves.
For family members, this could be a daunting task. Supporting the independence of their elder family
member (EFM) and the realities of their abilities is a tough balancing act. Decisions may need to be made
that the EFM may not agree with. There are various resources available to make this easier (not easy) for
all those involved.
When families are working together and with other professional resource representatives, it is important to
make sure everyone is talking about the same thing. Professionals may use terms interchangeably with
others. This could vary from state to state or provider to provider. There are some terms that are specific
for the aging community that we have included in this article (appendix). It is important when talking with
other family members and resources that you are talking about the same thing. It is also important to ask
them what is meant by the term they are describing/using. For example, Assisted Living Facility could
mean a nurse being available a few hours a day to 24 hour care. Ask specific questions about what that
resource has to offer and how well it can meet the needs of the EFM.
Financially, depending on the level of care, your situation could have a huge impact on everyone. At some
point Medicare (https://www.medicare.gov), Medicaid (www.medicaid.gov) and/or Social
Security(http://www.ssa.gov) most likely will come into the picture. Figuring your way around them, what
they cover, what criteria need to be met, and many other clarifications will take some time.
Representatives from the previously mentioned offices will be able to assist you. If you or your AFM is in a
facility, usually the Social Worker or person in charge of discharge planning can walk you through this.

For Medicare, each state has a State Health Insurance Program, (SHIP) at
www.seniorsresourceguide.com/directories/National/SHIP that can guide you through the complex system.
“SHIP is a free health benefits counseling service for Medicare beneficiaries and their families or
caregivers. SHIPs mission is to educate, advocate, counsel and empower people to make informed
healthcare benefit decisions. SHIP is an independent program funded by Federal agencies and is not
affiliated with the insurance industry.” There are also some professionals that can assist you (for a fee).
They are referred to as Care Managers (this title may vary from state to state but a google search should
point in the right direction).
Traditional insurance usually does not cover most services that may be needed, especially longer term
needs. Ideally, you can prepare for your insurance needs prior to needing the services. Talk to your
insurance agent to discuss longer term planning. There are some insurance plans you can purchase that
would cover some or a majority of expenses. However, as the AFM require more intensive services,
insurance coverage may taper off. In this case, Medicare and/or Medicaid would need to come into play. If
you find discrepancies with coverage through Medicare/Medicaid, there are attorneys who specialize in
this area that can help. This is one website that may help you find an attorney (www.lawyers.com/MedicareAnd-Medicaid/find-law-firms-by-location). Otherwise, a google search can get you started. If you do decide
to hire an attorney, they will usually provide you with a 10 to 15 minute free consultation. It would be
helpful to have a list of questions prior to the consult. Also, it is suggested that you take notes.
There are other types of resources and suggestions that can help families. Depending on the particular
challenge, the list of services that follows may provide additional support for families:
Administration for Community Living (ACL): “ACL brings together the efforts and achievements of the
Administration on Aging, the Administration on Intellectual and Developmental Disabilities, and the HHS
Office on Disability to serve as the Federal agency responsible for increasing access to community
supports, while focusing attention and resources on the unique needs of older Americans and people with
disabilities across the lifespan.” Within this website are various programs that may offer assistance to
families. The programs range from financial, nutritional counseling, and senior companion program to
name a few. www.aoa.gov
Alzheimer’s Association: “The Alzheimer’s Association is the leading voluntary health organization in
Alzheimer’s care, support and research.” www.alz.org
Arthritis Organization: “The Arthritis Foundation is the Champion of Yes. We lead the fight for the arthritis
community through life-changing information and resources, access to optimal care, advancements in
science and community connections. Our goal is to chart a winning course and make each day another
stride towards a cure.”www.arthritis.org

Care Giver: “Caregiver Media Group is a leading provider of information, support and guidance for family
and professional caregivers. Founded in 1995, we produce Today’s Caregiver magazine, the first national
magazine dedicated to caregivers, the “Fearless Caregiver Conferences”, and our web site,
caregiver.com, which includes topic specific newsletters, online discussion lists, back issue articles
of Today’s Caregiver magazine, chat rooms, and an online store. Caregiver Media Group and all of its
products are developed for caregivers, about caregivers and by caregivers.” www.caregiver.com
Diabetes: “We lead the fight against the deadly consequences of diabetes and fight for those affected by
diabetes. We fund research to prevent, cure and manage diabetes. We deliver services to hundreds of
communities. We provide objective and credible information. www.diabetes.org
Meals on Wheels: “This network exists in virtually every community in America and, along with more than
two million volunteers, delivers the nutritious meals, friendly visits and safety checks that enable
America’s seniors to live nourished lives with independence and dignity.www.mealsonwheelsamerica.org
This list is not inclusive. There are many different websites and resources that may be available to
families. The more informed families and EFM are, the better they can help themselves.

Chapter 3

Families Addressing Elderly Parent Needs, Together

Parents take on different roles when their children are growing up: mentors, role models, advisor,
teachers, tutors, sounding boards, and mediators to name a few. Relationships with our parents change
as we get older. Some relationships with parents in adulthood turn into great friendships. When parents
age, their ability to take care of themselves becomes more difficult. In their advanced years, their decision
making may be less reliable. This would especially be true if they are struggling with a neurocognitive
disorder or significantly diminished physical abilities which impact self-care. It becomes clear to most
around them that their ability to be completely independent is no longer an option. Whether or not
someone is an only child, or other siblings are involved, this stage of life is emotionally and physically
challenging not only for the parent but for the children/child who may be put in a position of making
decisions for the parent(s).
Assessing the exact needs for parent’s can be difficult. Financial, geographical and emotional factors
need to be considered. Ideally, the elderly parent will have input in the decision. However, in some cases,
exact wishes of the parent may not be able to be honored. Some individuals have trouble with this role
reversal. Having to make decisions for parents they may not agree with is difficult. If a parent is
experiencing cognitive shortcomings, this may prove even a greater challenge.
Lastly, working with other siblings can be problematic. Family dynamics, family roles, old grudges, hidden
agendas, or just differences in problem solving styles may surface. Putting aside your history with
sibling(s) is paramount in helping parents. In some cases, this is not able to be done and unfortunately the
parent may suffer from this. Included in this article are suggestions for working with family members. If
you are addressing the situation by yourself also included are suggestions for self-care.

Chapter 4

Working with Family Members (elderly care)
Growing up with siblings could be a very rewarding and wonderful experience. Many look back fondly of
their relationships with their siblings. Others may not have such positive memories. Regardless of your
experiences and recollections, ideally the most constructive path to pursue when addressing the needs of
elderly parents is working together with siblings. Identifying the strengths of each sibling and working
together in facilitating care. Unfortunately, this does not always work out the way it should. Personal
feelings, family roles, grudges, and other dynamics interfere with some families in helping parents. Here
are some suggestions when working with family members in coordinating care for a parent.
•

Avoid focusing on the past (childhood impressions and roles) and assign responsibilities in
accordance with strengths of each family member. If there is an accountant in the family, he/she
would clearly be best suited for addressing financial needs.

•

Responsibilities should be assigned according to not only professional strengths but personalities as
well. Organizational skills, communication skills, and patience level should all be considerations.
Current relationship with parent is also something to consider. One person may have more than one
role in elderly care. Even though roles are assigned, everyone’s input and suggestions should be
heard.

•

Understand not all siblings may contribute the way you would like them to. If they are unwilling or
unable to provide help in the way you would like them to, except whatever help you can from that
sibling.

•

Avoid past agendas with siblings. This is not the time to settle scores or rekindle grudges.

•

Work out issues together and do not put your parent in the middle. Burdening a parent with your
differences is unfair to the parent.

•

When getting together to discuss an issue, set an agenda. This will help everyone keep on track.
Whether it be going over financial possibilities, medical issues, or other concerns, plan what you are
going to discuss.

•

If this has not already been done, encourage a parent(s) to write out a will. This should not be
facilitated by a family member to avoid conflicts when the will would be used. If a family member is
directly involved, the will ideally would be shared with all family members.

•

Be creative in addressing geographical challenges. If possible, physically meeting together would be
best. However, schedules and location may be cumbersome. Conference calls and video
conferences would create more flexibility and can be used by family.

•

Often times when groups of people get together to tackle a problem, many ideas are thrown out.
Allow all ideas to be considered or at least heard. Ideas that are instantly shot down disinhibit people

from participating. If they are feeling shut down or dismissed, you are creating a closed system that is
counterproductive.
•

At the conclusion of the meeting, recap what was discussed and who should be doing what. If
possible, keeping the information on a google doc type of forum could really help with communication
and follow through.

•

Be patient with each other. We all have different ways in tackling problems. If an issue is not fully
resolved, schedule a follow up meeting.

•

Decide when/if a parent should be involved in the meeting. At times, it may be beneficial to exclude a
parent until all information is gathered. Ideally, the parent should have input into the decision.

•

In addition to a will be madding out, make sure a parent has Power of Attorney AND power for
Financial Affairs assigned, This is a legal document and should be approved by an attorney.

Even in the most ideal situations, impasses may not be overcome in these types of situations. It could
benefit families to seek outside help. This could be a counselor (familiar with elderly issues), an elder care
mediator, a geriatric care manager, or someone experienced in conflict resolution would allow outside
objective feedback and direction for families

Chapter 5

Caring for an Elderly Parent: On Your Own

Caring for an elderly parent allows us to offer the support when our parents need it the most. It is
important for them to support their parent’s in maintaining their independence. However, depending on the
needs of the parent, this could be demanding and stressful. If you are juggling your own work
responsibilities and family, this could make it even more challenging. We have included some suggestions
in balancing the needs of an elderly parent and your own responsibilities.
•

Recognize signs of Caregiver Burnout (caring for others and as a result neglecting your own needs)

•

Isolating yourself. Not talking to or seeing others

•

Change of appetite. Increase or decrease in appetite. Significant change in eating habits.

•

Decrease of enjoyable pursuits. Not doing as many things as you used to do or not enjoying as much
as you used to.

•

Feeling fatigue, tired, worn out. Frequent colds or illnesses that seem to linger for a while.

•

More forgetful or lack of concentration.

•

Mood swings. Increase of irritability.

•

Feeling resentful, helpless, or hopeless

•

Visit your Primary Care Physician for a checkup. Present to him/her your symptoms

•

Maintain a good diet and exercise program.

•

Set realistic expectations for yourself and your parent. Prioritize yours and their needs

•

Plan as much as you can. This will give you a more of a feeling of being in control.

•

As low of a priority as this may seem, take time for yourself. Whether it be going out for coffee with a
friend or a weekend away.

•

Maintain a good sleep schedule. If your parent wakes up in the middle of the night, look for resources
that would allow to get rest.

•

Assert yourself and speak up. Others may not know you need help unless you ask.

•

Make yourself laugh. Engage with friends who are more optimistic and make you laugh

•

Get out of the house. Even short walks can help

•

Focus on things you can control. Perseverating on things beyond your control just add to feelings of
helplessness.

•

Join a support group. If not geographically or time wise realistic, there are some support groups that
are online.

•

Subscribe to periodicals that share resources and ideas for caregivers. We have included some
resources from which you may helpful.

Making the transition from child to caregiver can be confusing. Some are quickly and unexpectedly thrown
into this position. Ideally, there will be planning prior to assuming the role of caregiver. However, this is not
always the case. Most of the time we do this on the go. Self-care may not seem like a priority but should
be. If you do not take care of yourself you are doing you and your parent a disservice.

Resources

National Alliance for Caregivers
http://www.caregiving.org
Established in 1996, the National Alliance for Caregiving is a non-profit coalition of national organizations
focusing on advancing family caregiving through research, innovation, and advocacy. The Alliance
conducts research, does policy analysis, develops national best-practice programs, and works to increase
public awareness of family caregiving issues.

The National Family Caregiver Support Program (NFCSP),
http://www.aoa.gov/aoa_programs/hcltc/caregiver/index.aspx
Established in 2000, provides grants to States and Territories, based on their share of the population aged
70 and over, to fund a range of supports that assist family and informal caregivers to care for their loved
ones at home for as long as possible

Caring.com
Caring.com
Caring.com is the leading online destination for those seeking information and support as they care for
aging parents, spouses, and other loved ones. Our mission: to help the helpers. We equip family
caregivers to make better decisions, save time and money, and feel less alone — and less stressed — as
they face the many challenges of caregiving

Help Calendar
http://lotsahelpinghands.com/
With the Help Calendar you can post requests for support-things like meals for the family, rides to medical
appointments, or just stopping by to visit. Members of your community can quickly find ways to help, and
Lots will send reminders and help coordinate logistics automatically so nothing falls through the crack

The Caregiver Action Network
http://www.caregiveraction.org/
Serves a broad spectrum of family caregivers ranging from the parents of children with special needs, to
the families and friends of wounded soldiers; from a young couple dealing with a diagnosis of MS, to adult
children caring for parents with Alzheimer’s disease.

The Illinois Department on Aging and Aging Network
https://www.illinois.gov/aging/CommunityServices/caregiver/Pages/default.aspx
Focus’s on helping caregivers who reside throughout the United States. One in four households (25%)
takes on the role of providing care to older family members and friends. Family caregivers serve as a
critical component in providing the long term care needs of older adults. Eighty-five percent (85%) of all
long term care services are provided by unpaid caregivers. If the work of these family caregivers had to be
replaced by paid home care staff, the estimated cost would be $45 to $94 billion per year.

Appendix
Acute Care: The setting this takes place could vary. The patient is expected to recover
and resume a normal or near normal lifestyle. Whatever condition brought them into
the facility (hospital, surgical unit, emergency room) is expected to stabilize. They are
to return to the level of functioning they were presenting prior to being brought into
Acute Care Setting. Medicare does cover most acute settings.
Adult Day Care: A facility where elderly (average age usually 75) would stay during
the day. The level of care and services could vary from facility to facility. The type of
services could also be different in each facility. They traditionally run during day time
hours (usually Monday through Friday) and provide functions such as reprieve for care
givers, and/or socialization. The level of care could that is provided depends on the
facility. Nurses, medical assistants, social workers, nutritionists and para professionals.
Since this settings could provide services for such a wide range of clients, it is
important to interview these facilities. Evaluating yours and the participant’s needs is
an important first step.
Assisted Living Facility (ALF): A live in facility for elderly. Meals, lodging, and some
levels of assistance are provided. The level of care usually allows the individual to
maintain some levels of independence. Residents do not need the level of care offered
in nursing homes. The costs include room (apartments to single room units) and
meals. Additional costs and services would need to be researched as there is not a
fixed level of care or costs that is universally applicable.
Board and Care Home – A residence that provides room and some assistance.
Typically, skilled care is not offered. This could be similar to Assisted Living Facility.
The difference is there are usually (not always) shared rooms and/or bath.
Caregiver –Typically an adult family member or friend who provides assistance to
another adult who can no longer independently attend to his or her personal needs
and/or perform his or her normal activities of daily living. Usually this person is unpaid.
The duties and responsibilities can vary depending on the needs, but could include
managing medications or talk to doctors and nurses on someone’s behalf; helping to
bathe or dress someone who is frail or disabled; or taking care of household chores,
meals, or bills for someone who cannot do these things alone.
Care Manager – This is usually a paid position, hired by the family. The person is a
health care professional, typically a nurse or social worker, who arranges, monitors, or
coordinates long-term care services. Their responsibilities could range from advocacy
to guiding a family the family through the challenges of providing long term care
services for the family.

Continuing Care Retirement Community (CCRC) – A retirement community that offer a
wide range of services in one setting. The setting could be in one facility, or spread out
over a campus setting.
Custodial Care (Personal Care) – Custodial care refers to non-skilled, personal care,
such as help with activities of daily living like bathing, dressing, eating, getting in or out
of a bed or chair, moving around, and using the bathroom. It may also include care that
most people can do themselves, like using eye drops. These services may be provided
at home, in the community, or facilities and nursing homes. Typically, elder care is
provided over an extended period of time to people who need another person’s
assistance to perform normal activities of daily living because of cognitive impairment
or loss of muscular strength or control.
Home Health Aides – Home health aides help people who are disabled, chronically ill,
or cognitively impaired. They often help older adults who need assistance. In some
states, home health aides may be able to give a client medication or check the client’s
vital signs under the direction of a nurse or other healthcare practitioner.
Homemaker Services – Homemaker services provide assistance to persons who are
unable to perform day to day household duties and have no one available to assist
them. It includes services like light housekeeping, laundry, limited personal care,
grocery shopping, meal preparation, and shopping.
Hospice Care – Hospice is a program or facility that provides special care for people
who are near the end of life. Hospice care can be provided at home, in a facility with a
homelike setting, a hospital or a nursing home. The care includes physical care,
counseling and support services.
Long Term Care – Long-term care hospital (LTCH) means a facility that provides
extended medical and rehabilitative care to individuals who are clinically complex and
have multiple acute or chronic conditions. In a LTCH, patients will stay for more than
25 days. Most of the LTCH patients are those who are transferred from intensive,
critical care unit, or acute hospitals. Regardless of where it is provided, most long-term
care is custodial care, the type of care that is not paid for by Medicare.
Nursing Home – A state-licensed residential facility that provides a room, meals, help
with activities of daily living, recreation, and general nursing care to people who are
chronically ill or unable to take care of their daily living needs. It may also be called a
Long Term Care Facility. If it has been certified as such by Medicare, it is also referred
to as a Skilled Nursing Facility
Residential Care Facility – This is a generic term that could have several
meanings. The term is used to refer to a range of residential care options including
assisted living facilities, board and care homes and skilled nursing facilities.

Respite Care – Respite care is temporary or short-term home care of a child that is
provided, either for pay or on a voluntary basis, by adults other than the birthparents,
foster parents, or adoptive parents that the child normally resides with, which aims to
provide parents with a break from the stress of parenting and allow them to emotionally
recharge themselves.
Senior Health Insurance Program (SHIP) is a free statewide health insurance
counseling service for Medicare beneficiaries and their caregivers. SHIP counselors
are trained to: Educate consumers and answer questions about Medicare, Medicare
Supplement, long term care insurance, Medicare HMOs, private fee-for-service and
other health insurance; Organize and assist in filing Medicare and Medicare
Supplement claims; and analyze Medicare Supplement and long term care policies. To
find your SHIP office for your state,
http://www.seniorsresourceguide.com/directories/National/SHIP/
Skilled Care – Skilled care means care that requires skilled nursing or a licensed
healthcare professional’s medical knowledge, technical training, management,
observation and evaluation. Skilled care is generally given upon the order of a
physician depending upon severity of illness as well as insurance coverage. Skilled
care is also given on a long term basis if a resident requires injections, ventilation or
other treatment of that nature. Examples of skilled care are complex wound care,
movement training, and intravenous therapy. Skilled care helps patients transition from
illness and dependence to wellness and self-care. Individuals usually get skilled care in
a nursing home but may also receive it in other places.
Skilled Nursing Facility (SNF) – Skilled nursing facility care is health care facilities that
are licensed and inspected by the State Department of Health Services. They offer
both short and long term care options for people with temporary or permanent health
problems. They handle cases that are too complex or serious for home care or an
assisted living setting. They include daily involvement of skilled nursing or rehabilitation
staff, who offer 24-hour care to people who are incapable of caring for themselves due
to physical, emotional, or mental conditions
Sub-Acute Care – Typically following a stay in a hospital, this is maintenance care for
serious medical conditions that are not urgent or life-threatening. Hospitals typically do
not provide sub-acute care on an ongoing basis. Sub-acute care may include long-term
ventilator care or other procedures provided on a routine basis either at home or by
trained staff at a skilled nursing facility.

Elder Care Mediator:
http://www.eldercaremediators.com/
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