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The simple truth is that many families are imperfect. How many of us say that we like our friends 

better than our family members? It’s true. What happens when a parent, grandparent, or other 

family member needs care and family members are thrust together overnight due to a crises 

situation? Do family members suddenly work together and put aside all of the past hurts and 

injustices? Highly unlikely. It is possible to work together in divisive situations for the benefit of 

a parent? Yes.  

The following articles provide tips to caring for loved ones in the midst of what might feel like a 

battleground of emotions and counterproductive behaviors. Learn tips to make the best of a 

challenging care situation while reducing emotional stress, preserving your well-being, and 

responding to challenging family situations. 

Articles included in this E-Book include: 

� The Top 10 Caregiving Mistakes 

� Creating a Longer “To Do” List: Adding the Role of Caregiving to an Already 

Stress-Filled Life   

� The Caregiving Imperative: Preserve Physical Health and Mental Well-Being 

� The Politics of Caregiving: How to Avoid Creating Enemies  

� Caregiving Relationships: My Parent is Stubborn 

� Warning: Caregiving Can Be Hazardous to Your Health 

� “Don’t Bother,” Challenges of the Invisible Caregivers  
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Top 10 Caregiving Mistakes 

There is no education to prepare us for the role of a caregiver or a care receiver. As in many 

aspects of life there are lessons to be learned and a lot of bumps and bruises that occur along the 

way. The challenge with caregiving and care receiving is that needs are usually immediate. 

Decisions have to be made. There are no “do-overs.” Practice doesn’t always make perfect.  

Those involved in care situations are often emotional rather than rational. The healthcare system 

is a maze requiring skilled navigation to be successful. It’s impossible to know what you don’t 

know and what questions to ask when you are in unfamiliar caregiving territory.  

Below are 10 tips to help you avoid the pitfalls involved in common caregiving and care 

receiving situations:  

 

Not asking the right (or enough) questions. How many times does experience come with 20:20 

hindsight when we realize that we didn’t ask the right questions or didn’t know what we didn’t 

know? Nowhere is this more evident in healthcare and care situations. A simple question, “what 

questions should I be asking that I’m not asking?” goes a long way toward preventing possible 

mistakes or errors in care. Ask the question and then ask it again, and again, and again until you 

feel satisfied that you have a good understanding of the issues, the options, and the possible 

consequences of a decision.  

 

Naiveté—assuming that everything will be okay. Parents don’t want adult children to know 

everything about their lives. This includes day-to-day activities, health, and money. When your 

parents say “we’re okay—we don’t need any help” this is the time to gently become persistent 

about identifying methods to provide support and assistance. Otherwise a small situation may 

spiral out of control and become a major concern. At that point you will need to know everything 

about your loved ones’ health, financial information, and personal wishes to successfully provide 

care and support.    
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Ignoring the needs of the caregiver. Statistics show that caregiver health and emotional well-

being declines in greater proportion than the health and emotional well-being of the care 

recipient. How could it not? How wonderful is it to have someone who waits on you and fulfills 

every need (from the perspective of being a parent who receives the care)? From the caregiver’s 

perspective, this need fulfillment may involve leaving work early, devoting multiple hours to the 

care of a parent, sacrificing friendships and pleasurable activities, and giving up a life to devote 

to the care of another person. If you are a caregiver, set boundaries and stand up for your own 

needs. If you fail to take this action you may fail your loved one as a caregiver as your health and 

mental decline may make it impossible for you to provide care—you will then become a care 

recipient.    

Fear of discussing end of life. “That’s not going to happen to me.” This is an often-repeated 

statement when I am at trade shows and attendees walk by my booth that focuses on receiving 

care, caregiving, and care planning. Who wants to talk about aging, needing care, and death? No 

one. This type of denial eventually comes full circle when one needs care and has failed to 

discuss options or made any plans. Now what? Just because you don’t talk about care or 

caregiving doesn’t mean it’s not going to happen. Holding discussions when one is healthy 

allows clear thought, rational planning and more available options for review. Waiting to have 

discussions until a crisis occurs, often results in rapid decisions, potential mistakes, and very 

limited options.  

Allowing parents to avoid discussions. Talking about care needs can be uncomfortable. Many 

parents avoid these discussions because they believe “my children will take care of me.” When I 

ask if the parent has asked children if they will provide care, the response is often “no.” 

Assumptions about the provision of care are dangerous. Assuming Medicare will pay for all 

needed care is a faulty assumption. If your parents tend to avoid care discussions, I suggest 

bringing up the subject weekly—and letting your parents know that you will continue to do 

this—until they are willing to have a conversation.  

If it takes weeks, months, or even a year for your parent to be open to the discussion be patient 

and be persistent. Having this discussion early will help you avoid the emotional turmoil that 

results from being forced to respond to a crises situation.   
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Making promises. Making a promise to care for a loved one is like re-arranging the deck chairs 

on the Titanic. Promises made will become promises broken. It is impossible to predict future 

care needs and the ability of an individual to provide care. What happens if the intended 

caregiver moves 2,000 miles away, becomes ill, or is otherwise unable to devote time to 

caregiving? What happens if the care needs of the care recipient exceed what is possible to be 

provided by a family member? Rather than make promises, make a plan and a back-up plan and 

put it in writing (refer to the next tip).   

Not putting plans in writing. Vague mentions of “I want,” are usually helpful but not 

conclusive. Be specific about what you want for your care and also have a plan of how and 

where the care will be provided. Place this information in writing. Many individuals would love 

to live in a $10,000 a month assisted living community but for many of us this is financially 

impossible. Find a professional to explain costs of care and to discuss care planning if you do not 

have this knowledge. You will avoid surprises and will have a plan and a back-up plan in the 

event of the unexpected and the eventual need for care. Avoiding surprises is a good plan.  

Not completing legal planning. What happens if the unexpected occurs and you are no longer 

cognitively able to make your own medical decisions or manage your finances? If you have not 

completed legal documents to establish a trusted individual to act for you, you are at the mercy 

of the court system to make this decision for you. All individuals over the age of 21 should have 

the legal documents of medical power of attorney including a living will, a financial power of 

attorney, and a will identifying a personal representative. These documents may be changed over 

time and by life situations. However not having these documents places one at significant risk if 

the unexpected occurs and there is no one to act in your best interest.   

Ignoring a diagnosis or not asking the doctor for a prognosis. Doctors avoid giving bad news. 

Many provide a diagnosis as part of their daily interactions with patients; many fail to explain the 

consequences of the diagnosis or discuss important considerations and planning that should 

occur. Be proactive in asking questions and more questions about a diagnosis including the short 

and the long-term effects of the diagnosis. If you have received a serious diagnosis like cancer or 

Alzheimer’s disease—ask more questions about life span, treatment options, and consequences 

of the diagnosis. If you don’t ask, your doctor won’t tell. No one, even doctors, like to give 

unpleasant news.  
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Allowing family dynamics to prevent needed care. Not all families have positive relationships; 

today this is more common than not. Don’t allow a parent to deny the other parent care. Don’t 

allow one child to overrule the concerns of other children. While conflict is unpleasant and 

difficult, if you were in the situation of needing care and could not speak for yourself you would 

want someone to speak up and to advocate for you. The frail, elderly, or helpless may not be able 

to self-advocate. Be the squeaky wheel, be the advocate, and stand up for the needs of a loved 

one. Be fearless of family members who are intimidating and difficult—they usually have a 

hidden agenda.  

Caregiving and care receiving are challenging territory. Many caregiving situations involve 

difficult and emotional decisions. It is common that not all family members agree about care 

situations. Talking about situations well in advance has the potential to allow caregivers to avoid 

many common pitfalls that result from not knowing what you don’t know.  

We are not a society who wants to talk about aging, disability, and eventual death. The media 

paints a glowing picture of retirement that sometimes occurs but more often is beset with the 

unexpected. By becoming more aware of options and making a plan, caregivers and care 

receivers can often respond to unexpected and emotional situations with less stress and anxiety. 

Knowledge and planning offers comfort in even the most challenging situations. Talk now. Plan 

now.   

Visit www.TheCaringGeneration.com to access a free library of articles and education about 

caregiving. Visit www.TheCaregivingTrapBook.com for more information about Pamela’s book 

for caregivers.  

************** 

Creating a Longer “To Do” List: Adding the Role of Caregiving to 

an Already Stress-Filled Life   

Stress is prevalent. We work long hours, we worry more than we should, and we constantly rush 

from here to there attempting to cross items off a long to do list. We fail to take care of 

ourselves. Research has shown for years that more heart attacks occur on Monday mornings 

because the stress hormones of cortisol and adrenaline are present in higher levels on this day of 
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the week. After a relaxing weekend, many of us experience stress as the result of the thought and 

action of returning to work on Monday morning. Some individuals experience the Sunday night 

panic attack in anticipation of Monday morning.  

What happens when we add the stress of caregiving to an already stress filled life? Many 

caregivers don’t experience the “weekend break” that most individuals enjoy. Caregivers work 

during the week, some provide caregiving support in the evenings during the week, and then on 

the weekends there is a long list of tasks to be completed for a loved one.  

There are few life experiences that compare to a caregiver’s 7-day work week and being 

available 24 hours a day to care for a frail or ill loved one. As responsibilities increase for 

caregivers, the stress meter goes off the charts and feelings of anxiety, anger, overwhelm, and 

frustration occur many times because the options to remove oneself from this situation seem 

absent or extremely limited. Many caregivers experience phantom phone calls in the middle of 

the night. The imaginary ringing of the telephone to spell disaster wakes the caregiver from a 

sound sleep when in reality the phone is not ringing.  

For many caregivers, it’s not only the stress of caring for a loved one that results in stress but 

many other factors. Add to the role of caregiving interactions with other family members that 

may be challenging or even contentious, dealing with insurance companies, medical providers, 

and a long list of people who may be less than helpful. At times, the frustrations of the role of 

caregiving are enough to make one want to just run away.  

In addition to the traditional wisdom about managing stress that includes exercise, a nutritious 

diet, meditation, support groups, participating in therapy, taking frequent breaks, maintaining a 

positive attitude, learning time management techniques, deep breathing and other spiritual 

pursuits, what specifically might caregivers do to manage mountains of stress? 

Since caregiving is a role that is rarely expected, the individual in the role of a caregiver is rarely 

prepared. It’s no different than having a car that runs well for a period of time and then all of a 

sudden, the car has to be replaced. Suddenly you’re researching different types of automobiles, 

reliability, costs, and other factors, talking with friends about their automobiles, and then one day 

you make the decision to purchase a new car.  
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Caregiving is no different. Until you are thrust into the whirlwind of having to care for a family 

member or friend there is rarely investigation into what might be involved. Welcome to the not 

so friendly and stressful world of the role of caregiving.  

Below are three tips for caregivers that have the ability to reduce stress, feelings of overwhelm, 

and to return balance to what might seem to be a stressful and unsettling life as the result of the 

addition of the role of caregiving.  

� Preserve family relationships by agreeing to hire help. Many parents prefer to have children 

or other family members do all of the work and complete all of the tasks. Just say no. From a 

time and physical availability perspective this is not always possible. Adult children have 

careers, their own families, children, and other commitments. The added stress of caregiving 

often results in adversarial family relationships due to feelings of resentment of giving up family 

time, of sacrificing a career, and giving up other important life activities. Recognize that family 

relationships and one-on-one time with a frail or ill loved is important. It is most often the daily 

tasks and projects that wear out the caregiver and results in frustration and resentment. Hire out 

the tasks so that family is able to enjoy family. I know few caregivers who will remember 

scrubbing the toilet after a loved one has passed. I know more caregivers who will remember 

watching a movie with a loved one or who will reminisce about other positive events or 

experiences.  

 

� Find a caregiving advocate to reduce stress and to provide peace of mind. Who knew that 

such a person existed? It’s usually only until one becomes a caregiver that the availability of an 

advocate becomes known—and sometimes not until one has been a caregiver for some time does 

one run across a caregiving advocate. Experienced caregiving advocates, called care navigators, 

offer options and support for all aspects of a caregiving situation with the goal of decreasing 

stress and increasing peace of mind for all involved. Advocates are able to assess situations, 

provide care oversight, recommend, and manage support services. In many cases, the navigator 

is able to manage the day to day responsibilities of caregiving so that family may enjoy family 

time—not complete tasks related to the work of caregiving.  
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� Negotiate with other family members to contribute time, tasks, or money at the start of the 

care need (not later). Many family members become immediate caregivers without giving 

consent or giving much thought to the responsibilities and time, task, or financial commitment. 

It’s often not until a caregiver is worn-out or burned-out does the caregiver think to ask for help 

from other family members. By this time it’s too late! You have already volunteered for the job. 

Other family members have already seen you jump in to the willing role caregiver without 

asking for their assistance. Negotiating at the beginning of the caregiving situation is easier. Hold 

a family meeting, discuss the care, physical, emotional, and financial needs of a loved one and 

determine who will provide different types of assistance. Even if only financial due to distance or 

not having time, contributions of money may be used to retain outside assistance or to pay for in 

home care, household supplies or medical bills. There is a role for everyone in caregiving 

situation.  

Research statistics for caregivers are sobering. Many caregivers become as ill, both physically 

and mentally, as the person for whom they caregive. Early discussions regarding family member 

roles and paid support are critical to ensure that the care situation remains positive. While many 

parents resist the idea of paying for help, this type of support may be exactly what’s needed to 

preserve family relationships and to ensure that a loved one receives the best care possible. 

Family relationships are important. Completion of the day to day tasks and managing a care 

situation may be supported by care advocates and other paid assistance.   

Advocates and care navigators skilled in managing care have greater knowledge and expertise 

than a family member. These professionals are often able to offer valuable suggestions, and save 

time, money and worry.  

 

Visit www.TheCaringGeneration.com to access a free library of articles and education about 

caregiving. Visit www.TheCaregivingTrapBook.com for more information about Pamela’s book 

for caregivers.  

 

************** 
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The Caregiving Imperative: Preserve Physical Health and Mental Well-Being 

As we age, the years pass quickly from one year to the next. Unless we truly look back at our 

accomplishments or the changes in our lives, we may feel like we have made no progress nor 

accomplished any of our goals.  

For caregivers, the mental stress of making another list may seem nearly impossible. Below are 

10 topics that are imperative to caregiver well-being. Taking action on any one of these 10 tips 

will help relieve the stress and emotional burden involved in many caregiving situations.   

 Establish boundaries. Much like we set a goal, in caregiving we must set boundaries that relate 

to time, task, or money. Common boundaries are the amount of time per week you will devote to 

caregiving. For example, I will caregive every Tuesday evening, or 4 hours on Saturday between 

8am and 12 noon. Boundaries may be task related, for example one grocery shopping trip a week, 

picking up prescriptions, help with laundry, changing bed linens, or balancing the checkbook. 

Money represents a boundary. For example, paying for a monthly housekeeping service, or 

contributing a set amount for groceries or rent. Whatever the boundary, it is important to have an 

initial discussion and place the information in writing. When the time, task, or money begins to 

exceed the boundary it’s time to re-negotiate by having a discussion about realistic expectations 

and what the caregiver may realistically do or not do.  

 Avoid becoming a future care recipient—taking care of the caregiver. Caregivers most 

commonly neglect themselves because they devote time to care for others. While this may seem 

like a selfless act, neglecting one’s care is a selfish act. When your health and well-being fails, 

who will care for you? Research proves that caregivers acquire equal if not greater health 

concerns than the persons for whom they care. Make a plan to take frequent breaks from the role 

of caregiving: participate in activities and visit with friends, exercise, take vitamins, meditate, 

make time for your own family, attend to your own medical care, and participate in activities that 

feed your brain and your spirit. Avoid the exhaustion and unexpected negative side effects of the 

role of caregiving.  

 Hold others accountable. If other family members are available to provide support with 

caregiving, hold a family meeting and assign tasks. Then hold everyone accountable to 
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performing the agreed upon tasks. Caregiving if possible, is best managed by having a team of 

individuals willing to provide support by way of time, tasks, or financial support. Avoid being the 

sole caregiver if at all possible. If you are a sole family member caregiver, hire help. Don’t go it 

alone. Hold yourself accountable for caring enough about yourself to not become exhausted.  

 Make self-time. Research proves that socializing is one key to successful aging. Individuals who 

have strong social networks, and who participate in activities are healthier and happier than those 

who live in isolation. Make a commitment of a minimum of 3 hours a week of self-time to 

socialize with current friends, to make new friends and to participate in an activity you enjoy. We 

all need “me-time”. 

 Learn to meditate. There are many types of meditation. Time in silence, reflection, or total 

absence of thought is beneficial. The benefits of meditation include reduced depression or 

anxiety, reduced stress, better self-care, improved sleep, a reduction in feelings of anger or 

hostility, improved health and increased feelings of empathy and compassion. Meditation is good 

for you both physically and mentally. 

 Find an exercise buddy. Find a friend and commit to a regular exercise program that may be as 

simple as walking three days a week or participating in another form of exercise like a game of 

tennis, or riding a bicycle. A commitment to exercise is more successful when one has a friend 

making the same commitment. When one person might be having a bad day, the other can offer 

encouragement. We all know how much better we feel after exercise. Sometimes we just need 

another person to give us that jump start to get going and to get moving.  

 Talk to family about your care wishes. There is no better time to use a current caregiving 

situation as an opportunity to initiate conversations about your own care wishes and plans with 

family or friends who might care for you. Have practical discussions about “what I want when,” 

“who might be available to care for me,” “have I saved enough money for care,” and “who do I 

want to serve as my power of attorney.” Having these conversations early will prevent crises 

when an unexpected event occurs and you need care. 

 Research the benefits of long term care insurance to ensure that you have a choice about 

the care you receive. Many fail to realize that traditional Medicare or health insurance does not 
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pay for the type of care many of us will need as we age. For individuals who experience memory 

loss or who benefit from assistance with activities of daily living such as: bathing, dressing, 

eating, toileting or continence, and balance or transferring, long term care insurance is a blessing.  

To remain healthy and independent support with daily activities like housekeeping, meal 

preparation, grocery shopping, driving to appointments, laundry, and similar tasks are important. 

When we begin to struggle with these daily activities the likelihood of a greater health event 

increases. It’s often day to day support that allows us to remain as independent as possible. Long 

term care insurance pays for support with activities of daily living, in home care, assisted living, 

and many other types of care. The earlier you purchase the less expensive the premiums.  

 And if you are married or partnered and likely to be the caregiver, have your spouse purchase a 

long-term care insurance plan for you so that you will have the care you need. The reality is that 

husbands usually pass away first, leaving the surviving wife with fewer assets and income. More 

women than men live in nursing homes at the end of their lives on public assistance because 

financial resources were dedicated to the care of a husband. 

 Reconnect with family and friends. How often do we move away or does family move away 

and then we lose touch? This is a frequent occurrence with our mobile society and the time 

poverty that we experience due to hectic schedules. Find a way to reconnect with family and 

friends through email or by creating a family website where photos and information might be 

posted. Family connections become more important as we age and offer the opportunity to 

connect, reminisce, and share memories and information. Your loved one needing care may enjoy 

receiving phone calls or contact from long lost family members.  

Offer your skills to others. The act of volunteering to help others or sharing information by way 

of a support group adds to feelings of self-esteem and well-being. While many caregivers may not 

have time to volunteer, joining a support group may be beneficial for several reasons. You will 

learn from others and others have the opportunity to learn from you. You may make a friend and 

share caregiving responsibilities by way of a “day-off trade-off.” How nice might it be to offer to 

caregive for a friend’s family member with the agreement that they do the same for you and then 

you both benefit from a day-off? The benefits of offering our skills to others are endless.  
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Visit www.TheCaringGeneration.com to access a free library of articles and education about 

caregiving. Visit www.TheCaregivingTrapBook.com for more information about Pamela’s book 

for caregivers.  

 

************** 

The Politics of Caregiving: How to Avoid Creating Enemies  

Politics and politicians—why can’t we do without them—especially during period of election 

when the media spins stories and it’s difficult to know who to trust versus who not to trust. 

Caregiving situations where multiple family members are involved, presents a similar situation. 

There are times when it’s difficult to know the good caregiver from the ill-intended caregiver. 

How might a caregiver be likened to a politician? What can be done to avoid a caregiver creating 

enemies with family and service providers who might be involved in care situations? Honestly 

there are times when even I look at a situation and see it to be without reason or a logical thought 

process. What might a caregiver embroiled in a political battle between family members do to 

survive?   

Below are three tips to help caregivers survive political battles and make friends versus creating 

enemies.  

� When parents campaign for attention (the triangulation nightmare) 

� Managing a tight budget (rather than creating more debt) 

� Getting along without creating enemies (compromise is helpful) 

Talking about individuals who are not present during a conversation or being unsupportive of a 

care situation by making derogatory remarks or comments is never helpful to the overall situation. 

Many times, parents will spin information by reporting that someone else said “this” and a world 

war between family members ensues. Does the parent know the situation he or she is creating? 

Maybe or maybe not. What happens when adult children talk poorly about siblings who are not 

present to defend? The same situation relative to a lack of respect exists. There are times when it is 

difficult to describe a situation without talking about others, however if this is necessary be 

respectful and assume the best intentions. 
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Managing a tight budget— the U.S. government spends money it doesn’t have. Much of our debt 

is owned by foreign countries which presents a dangerous situation. Caregiving families don’t have 

this option. Many families eventually plan for Medicaid, which is public assistance for care, and 

then complain that they have to give up all of mom or dad’s money. It’s impractical to have the 

government pay for care when families have money to pay for care. Medicaid, many times, is an 

ethical dilemma between believing that one should be self-sufficient and pay for care versus the 

belief that the system owes individuals with the belief that the government should be responsible 

for all aspects of health care.  

Getting along without creating enemies; who doesn’t love an occasional good fight? In caregiving, 

you may win the battle but lose the war if the person you annihilated is a person with whom you 

must have a long-term relationship. There is no point in creating adversaries if one can create 

collaboration. Agreed that all may not agree but at a minimum reducing disagreement is helpful for 

a situation. Most parents don’t want adult children fighting over care situations. Some parents lack 

the mental capacity to understand that their children are fighting. And over what—usually money, 

control, or self-interest. 

The better situations result when all disagreeing parties are able to come to a compromise and 

focus on the care needs and the best interest of the parent or individual in question. While battles 

often begin when adult children are young, these turf wars or slights continue as adult children age 

and are sometimes never forgotten or never forgiven. Which child received the Barbie Doll, who 

received the rag doll? Were you the child who received the new prom dress or the child who wore 

hand-me-downs and were jealous that you never had a new outfit? Were you the son who had an 

amazing train set while your brother was lucky to receive a used Tonka truck? Believe it or not 

these differences are remembered by children as they age.   

Loved ones, your parents, grandparents, brothers or sisters, are not territory over which to fight. 

They are individuals who benefit from family members who are able to work together rather than 

engaging in knock down drag-em-out battles that one day will be worthless when a loved one 

passes and the only memories remaining are of fighting the battle and losing the war. Leave the 

politics to the politicians, many who view dishonesty, slander, and inappropriate behavior as the 

rule of the day.  
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Visit www.TheCaringGeneration.com to access a free library of articles and education about 

caregiving. Visit www.TheCaregivingTrapBook.com for more information about Pamela’s book for 

caregivers.  

************** 

Caregiving Relationships: My Parent is Stubborn 

How many times do we hear adult children say “my parent is stubborn” or “my parent is 

difficult”?  How often is this really an accurate assessment of the true situation? 

Does the definition of a “stubborn parent” arise because a parent may be starting to become less 

physically or cognitively able and adult children desire to step in and take over without 

consulting the parent? Many times, perceived stubbornness can be resolved by having a 

discussion about the issue at hand and attempting to understand both sides of the situation.  

Each situation is different and depends on whether the parents require the involvement of family 

for support. If not, the situation and the outcome may be up to the parent. If the parent does 

require the assistance of family it is possible that negotiations and compromise must take place 

especially if the care required affects the day to day life of adult children who have careers, 

families, and other obligations. Being independent versus being dependent on others changes the 

dynamics of a situation and stubbornness may become a challenge. 

Is it possible that stubbornness is similar to persistence—or the quality of not giving up? How 

might stubbornness be different from persistence? Is your parent stubborn or persistent? 

Stubbornness might be defined as rigidity, obstinacy, resistance, or disobedience in light of what 

might seem practical or reasonable. Persistence might be defined as not giving up, going the 

distance, or maintaining a positive attitude in spite of challenges. Persistence seems to be a more 

positive quality. 

Many times, the aspect perceived to be stubbornness by a parent arises from fear of change. 

When we are young, change seems easier. As we age we become set in our ways and we may 

resist change unless there is an overwhelming reason to make a change. We often hear “I’m old 
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and I’ve earned the right to be difficult or the right to have my way.” What is at the root of the 

perception of stubbornness? A desire for the status quo? Not wanting to be dependent on adult 

children? Not wanting to give up control? 

There are times when being stubborn or persistent may be a negative. Let’s look at the example 

of a parent with physical weakness that refuses to use a cane or a walker and has continual falls 

that result in one broken bone after another. One would question the logic or the reason of not 

using a cane or a walker when physical harm is the result.   

There are other situations when an older adult refuses to give up the car keys when car accidents 

have become more frequent or the individual becomes lost and is unable to find the way home. 

Refusals to use supports when physical weakness occurs or to stop driving when accidents have 

occurred are situations where stubbornness indicates poor judgment. In these situations, adult 

children may have no choice but to intervene if the parent stubbornly resists or is unable to 

comprehend logic around safety concerns. 

There are less risky situations where poor judgment may not be immediately harmful but may be 

unwise given the long-term effects of a behavior. For example, an individual with COPD who 

chooses to continue to smoke cigarettes, a person diagnosed with diabetes who continues to eat a 

high sugar diet, or an overweight person addicted to fast food. We all have the right to make poor 

choices that will eventually catch up with us. 

Is there an antidote to stubborn? Possibly. Avoiding a subject or a discussion is not a solution to 

stubborn. Attempting an honest and open discussion is the first step to take even though the 

person initiating the discussion—you—may be shot down on the initial attempt. Try again and 

again and again. Don’t give up. Be persistent (not stubborn) in your desire to talk about concerns 

in an open fashion. If possible, avoid giving solutions until you are able to ask your parent for 

solutions. If repeated attempts fail, find an objective person who has no investment in the 

outcome to join the discussion.  

Many care navigators are adept at helping families through situations of “stubbornness” because 

in many situations there is no right or wrong answer—only trial and error to learn what works 
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and what doesn’t work. Keep in mind and be sensitive that repeating the same mistake will not 

result in a different outcome.  

It’s easy for us to become stuck in a rut and to not be able to see that there are other alternatives to 

a present situation. Try to keep an open mind. Be open to considering other solutions. You might 

surprise yourself and find that you might be more stubborn than your parent in your desire to 

compromise and to accept change that is totally out of your control. We will all one day, if we’re 

fortunate, live to or past the age of our parents. Compassion and compromise are important as well 

as taking the right action that is in the best interest of a parent and a situation even when the parent 

might disagree.  

Visit www.TheCaringGeneration.com to access a free library of articles and education about 

caregiving. Visit www.TheCaregivingTrapBook.com for more information about Pamela’s book for 

caregivers.  

************** 

Warning: Caregiving Can Be Hazardous to Your Health 

Eighty percent of long term care in the United States is provided by informal caregivers. If you are 

a family member, friend, acquaintance or volunteer you are considered an informal caregiver.  If 

you are a female caregiver you’re in good company; 61% of caregivers are women.  If you are 

employed, you are among the 59% of caregivers who are formally employed and caregive part 

time.  Most caregivers are middle-aged.  Thirteen percent of caregivers are age 65 years or older, 

and include adult children caring for parents or spouses caring for spouses.  These statistics 

provided by www.womenshealth.gov, provide substantiation that the role of a caregiver is not 

generally performed by the young.  Caregiving is a role we accept in mid and later life.  

Most caregivers are married and work full-time. Caregiving responsibilities and the time involved 

equate to having an unpaid part-time job.  The role of being a caregiver stresses us emotionally and 

physically. It empties our bank accounts and compromises our own retirement.  Caregiving 

compromises our immune systems and our overall health resulting in feelings of overwhelm, 

sleepless nights, anxiety, irritation and anger.  Caregiving ruins relationships and ends marriages.  

The role of caregiving creates more unexpected havoc in our lives than we would ever possibly 
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have imagined.  Some caregiving experiences can be likened to having a bad dream, except the 

caregiver never wakes from the dream – instead caregivers live in the role of caregiving day after 

day and year after year. 

Reading this list of caregiving risks is similar to reading the warnings on a pack of cigarettes and 

still lighting up. Why do we caregive?  We caregive because we’re social beings; we love our 

family members and our friends and feel a sense of loyalty and obligation to be helpful and 

supportive. Yet it’s important to manage some of the basic risks in order to make sure that we or 

our loved ones receive beneficial care. 

What if something happens to you?  Most caregivers believe themselves to be invincible.  This is a 

self-serving delusion.  Reality, there is a 100% probability that we’re all going to die, negating the 

invincible argument.  Invincible being removed from the table as a possibility, what’s next? 

If legal documents and an advocate have not been identified for you for or for the individual for 

whom you’re providing care, do this the moment caregiving becomes a part of your life.  Important 

legal documents include financial and medical power of attorney, a will or a trust, a HIPPA 

document providing legal permission to access medical information and a living will.  These 

documents at least ensure that discussions have occurred and someone is appointed to care for you 

or a loved one. Many individuals fear completing these documents because if they’re completed 

then “something” is sure to happen.  Look at these documents as being a backup plan or at least an 

escape chute in the event of an unexpected crash which almost always occurs at some point in our 

lives resulting in a need for care.  

Many believe that family will pull together and take care of us, but what if they won’t?  How many 

of your plans in this lifetime have gone astray?  Did your life or your retirement turn out exactly as 

you planned?  Our lives rarely turn out according to plan. We make plans and God or the universe 

changes our plans.    

Your caregiving experience will be the same. Care needs of loved ones are unpredictable; events 

happen at unexpected times.  Needs are usually more complicated or more significant than might 

have been imagined. And unless you’re a caregiving expert, you don’t know what you don’t know.  

Reduce your risks by completing legal documents early and by hiring a care navigator or a care 
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advocate when beneficial to save you unnecessary stress and reduce the caregiving learning curve. 

Caregiving can be hazardous to your health or to the health of a loved one.  

Visit www.TheCaringGeneration.com to access a free library of articles and education about 

caregiving. Visit www.TheCaregivingTrapBook.com for more information about Pamela’s book 

for caregivers 

************** 

“Don’t Bother,” Challenges of the Invisible Caregivers  

“Don’t bother working with her you got what you got.” Distressing words—some might call 

advice—from a physician informing a couple, who are my friends, that their daughter was 

diagnosed with autism.  

Fortunately, they ignored the physician’s advice and made every effort to beat the statistics. Their 

daughter, at the age of 20, was able to be part of a work program that teaches individuals to move 

through the job application process and interview for full-time employment with a local hospital 

empathetic to their daughter’s diagnosis yet appreciative of aspects of autism that made her a 

perfect fit for a particular position requiring attention to detail. Many children with developmental 

disabilities are unable to complete school or to participate in paid employment.  

According to the CDC (2015) one in six children aged 3-17 have one or more developmental 

disabilities that result from an impairment affecting physical and cognitive skills, learning ability, 

language skills, or behaviors. Common disabilities include intellectual disabilities, cerebral palsy, 

autism, Downs’s syndrome, and disabilities by other names. 

Parents of disabled children learn to respond to behaviors, juggle hectic therapy schedules, 

experience financial challenges, discrimination, and many times survive long waiting lists to be 

accepted for community services or to process social security disability or Medicaid applications. 

Many couples divorce as a result of the stress of the situation. Many lose friends who are unable 

to understand the challenges of the day to day situation of raising a developmentally disabled 

child.   
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While we hear about caregivers of the sick, the elderly, and the older who are disabled, we rarely 

hear about caregivers of developmentally disabled children. Why? Because raising children 

comes with having children—and children are expected to have a long life ahead. The elderly are 

more often a topic of conversation because at end of life they represent a greater cost to the 

healthcare system and the benefits of extending the life of an elderly person is debatable. 

One aspect in common to most, if not all caregiving situations, is the aspect of guilt. Parents 

raising developmentally disabled children wonder if they should have noticed the disability 

earlier. Guilt may be experienced when raising children without disabilities with disabled 

children—are we giving enough attention to each child? Family or friends may lack empathy of 

the demands of the care situation. Neighbors—unfamiliar with the situation—sometimes report 

parents to child protective services who they believe are not appropriately caring for their own 

children. 

My first experience with developmentally disabled children was growing up in my small 

neighborhood in Omaha. My childhood friend was part of a large family of twelve children. To 

me, walking into this family’s home was no different from walking into any other friend’s home, 

except that there was greater than the average number of children. Two of the children were 

special; I’m not certain that in the early 60’s the term disabled was used over the more 

inappropriate and insensitive term that I recall—retarded. The family included a baby diagnosed 

with Down’s syndrome and an older brother diagnosed with an intellectual disability.  

I don’t recall any discussions about the two children being different or special by anyone in the 

family. In this family, the disabled children were part of the family and their disabilities were 

talked about just like the weather forecast for the day. I don’t remember anyone in the 

neighborhood seeing this family as different from any other family or treating the special 

children different. Maybe this was a factor of different times and living in a small neighborhood 

where everyone knew everyone. 

Today people who are viewed as different are sometimes treated without dignity. I watch people 

lacking personal boundaries walk up to a disabled person and ask direct questions about the 

disability, sometimes making what they see as a supportive comment but a comment that is way 
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off base. For example, “I wish I could get around as easily as you,” to someone in a wheelchair 

who might give anything to be able to walk.  

It’s amazing the lack of filters people possess about what questions are appropriate to ask and 

what questions should not be asked of strangers. I am considered an oddity because I was born 

with red hair. Ninety percent of people—at the gas station, walking down the street, in a store, in 

restaurants and just about everywhere I happen to be—do not hesitate to ask if my hair color is 

really red. I can only imagine the questions if I had only one arm, one leg, or some other type of 

disability. Sensitivity, empathy, and compassion are sometimes absent from individuals 

unfamiliar with the role of caregiver and the challenges of being a caregiver. 

In my role as a professional caregiver and advocate, I serve as guardian, power of attorney, and 

care manager for both the elderly and the developmentally disabled. I can honestly say that 

working with each population requires very different skills.  

My developmentally disabled clients have aged into their 50’s. To the general population, they 

may appear as any other 50-year old, however intellectually they may be at the age of a 6 or a 

10-year-old. This appearance of being older—yet not really being older—places them at risk for 

the general population to assume they are more able than their appearance presents. Many 

benefit from daily assistance with hygiene, dressing, toileting, and regular activities.      

By this age some developmentally disabled children remain living with their parents, some are in 

the community in supported living environments, living in apartment with supervision, or living 

in group homes. The looming question by this time is—when something happens to the parent, 

who will care for the son or daughter? Sometimes a family member is appointed, other times 

professionals like me are appointed, or as a last resort county social services becomes the 

responsible party. It is important for parents to plan for the eventuality of their passing and to 

identify a person or persons who will continue to provide oversight for the care of their aging 

children.   

The caregiving world of parents for the developmentally disabled is challenging for many 

reasons. These children benefit from parenting and community services able to teach daily life 

skills that many of us take for granted. Some children are able to attend school and work; others 



Caregiving:  Preserving Your Health, Well-Being & Family Relationships 

 

Copyright ©2014, 2015, 2016, 2017 Pamela D. Wilson, All Rights Reserved     ~ 23 ~ 

may never have the ability to finish school or work; yet they have many years ahead where some 

type of daily care or oversight and financial support is required.  

Many states have long wait lists for developmental disability waiver and similar programs. The 

parents of disabled children, often called the invisible caregivers, continue to caregive for years 

to ensure that their children have access to the best care and community programming that is 

available. Not all parents have the skills to advocate appropriately; not all parents have the 

financial resources to provide the additional care required by their children. Support exists if one 

is willing to search for the information.     

How might parents with a disabled child manage and support a normal family life when there are 

non-disabled children in the family—is this even possible? What insights might be helpful for 

parents of disabled children who feel separated or isolated from general society because they 

have a child who is different? How might others view parents and disabled children whose 

behaviors may not be viewed as appropriate? What single support contributes to the overall 

caregiving situation that many individuals and most families find difficult to accept? How might 

caregivers survive without compromising their own physical and mental health? 

To answer these questions, I asked my friend, Tracie, for insight into her family’s interactions 

over nearly two decades in raising a daughter diagnosed with autism. To these insights, I added 

my personal and professional experiences to result in 5 tips for invisible caregivers:   

• Be HONEST and realistic about the diagnosis with yourself, your family, your child, and others. 

Never be embarrassed about your family, the care situation, or the diagnosis—there are many 

others in a similar situation who understand. If others respond inappropriately their behaviors 

and reactions are their responsibility—not yours. Denial is a dangerous road and is not helpful to 

the care and well-being of the person with the diagnosis. 

While some families may desire privacy, hiding a family member from interaction with others 

under the guise of being protective is not supportive of the individual becoming as independent 

as possible over the long term. I know many individuals who were sheltered by their parents and 

who struggle in their 50’s to acquire and learn the simple skills of daily hygiene, appropriate 

social interactions with others and the act of being employed. In retrospect, attempts of parents to 

shelter their children, who are now older, has resulted in greater stress experienced by these 
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children when parents pass away and they are forced to face the day-to-day reality of becoming 

independent.  

My friend, Tracie says, “It’s okay and helpful to acknowledge the “label” which for our daughter 

is autism. We have learned to talk about autism as if it is a common cold. We use this to leverage 

Taylor’s strengths and to find a work around for areas of personal development.” 

• Seek KNOWLEDGE and insight make the role of caregiving easier. Often day-to-day 

responsibilities, last minute crises, and minute-to-minute caregiving tasks take priority over time 

for self-education, learning, or attending support groups that offer strategies for managing day to 

day challenges. Admittedly time poverty exists—how can I or we find a single minute to devote 

to something other than direct care tasks? Find the time.   

In the world of the developmentally disabled, understanding behaviors, appropriately responding 

to behaviors, and identifying the reasons or the triggers of the behavior is imperative to self-

preservation and successful family relationships. Time spent in gaining insight and 

understanding of aspects of the particular diagnosis supports a long-term strategy for caregiving 

and is a significant time saver to resolving situations earlier than years down the road. Why 

repeat challenging situations when knowledge is a powerful antidote?  

According to Tracie, “all of us in the family began to understand why my daughter behaved in 

certain ways and how to avoid some of the behavioral outbursts. We now realize that there are 

some situations that are not avoidable, and that a meltdown will occur, but that’s okay. Once we 

learned to accept and overlook some of the behaviors we were much happier or at least content. 

The confidence we gained has been a key aspect to maintaining our own positive mental health.” 

The pluses of autism are also at times challenges. Tracie clearly describes her daughter’s 

abilities: “Taylor is a sound and logical thinker (she speaks with unemotional and indisputable 

facts), she is very observant (sensory) about her surroundings, has enduring will power, and a 

powerful memory.” These traits have both a positive and a negative side for interacting with 

Taylor and are similar to what many parents may experience in the interaction with their children 

who are developmentally disabled.  
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The challenge of sound logic and enduring will power is the potential to result in an almost 

endless amount of time debating subjects or expressing opposing opinions. This aspect of the 

developmentally disabled may be compared to an individual diagnosed with a brain injury that 

views the world in black and white and often is unable to compromise. This aspect can be 

exhausting for the parents or siblings of a developmentally disabled individual and equally as 

frustrating for family members of an individual who has suffered a brain injury.  

Heightened sensory abilities results in being easily distracted making it difficult to concentrate 

on any single activity and being in constant motion from one topic to another, moving from one 

activity to another. With will power comes the difficult task of breaking a habit that may not 

have positive results. Possessing a strong memory results in telling everyone else what they are 

doing wrong or differently than what has been seen in the past. Directness outweighs sensitivity.   

As caregivers of the developmentally disabled are able to recognize these behaviors and traits— 

including the positive and negative aspects—communication and interaction become easier due 

to increased understanding of the individual. This does not mean at all that behaviors are not 

challenging. Learning appropriate responses supports ease of daily interaction and reduces the 

emotional stress of the caregiving situation. Many times, caregivers fail to realize that the 

behavior of the caregiver is a trigger for the behavior for a child with a developmental disability. 

This is insight is also relevant to caregivers of persons with Alzheimer’s disease; many times, the 

caregiver or the environment causes the behavior.  

• Find the HUMOR. Humor and laughter are essential to caregiving situations. There are times 

when it is necessary and okay to step back and laugh—sometimes hysterically—at the repetitive 

questions and behaviors, or situations that are embarrassing but humorous. I recall a time in the 

bathroom of a physician’s office attempting to obtain a urine sample from one of my clients who 

said with a smile, “it’s hell to get old and need help with this type of thing.” We were laughing 

so hysterically that I’m certain others outside of the bathroom were wondering what we were 

doing.    

Other examples: wearing clothes that don't match or are inappropriate for the weather—but I'm 

dressed so what’s the problem?  There is also the challenge of understanding the feelings of the 

person with the disability—this is what my mad face looks like or I hit my arm when I’m 
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frustrated with you. Also existing is the challenge of the disabled person being able to understand 

the feelings of others or how their words or statements might offend others—that’s an ugly baby.  

Just as with some older adults diagnosed with Alzheimer’s disease who lack filters for 

appropriate conversation or social skills, the words of the developmentally disabled are simply 

stated without thought of the effect on others. Then there are the confusing conversations that 

arise because many of us use figures of speech like “it’s raining cats and dogs.” Persons with 

developmental disabilities have no idea how to relate to these illogical statements.  

Tracie calls these repetitive questions and behaviors from her daughter “Taylorisms.” Her family 

has come to understand and to embrace the sometimes challenging, sometimes amusing, and 

sometimes totally honest expressions and behaviors of her daughter which others may not 

understand or appreciate. 

• ACCEPT help. Know that it is imperative to seek help from others in similar situations and then 

to accept the help offered. The idea of accepting help for many caregivers is challenging because 

many believe that they have to “do it all.” No one single caregiver, regardless of the situation, 

can do it all without damaging their own physical health and mental well-being.  

According to Tracie, “help can be found in the most unusual places or unexpected people. Early 

on I was guilty of sheltering Taylor. In our mind's eye, we were protecting her, but through 

experience in our day-to-day lives I have seen most folks be patient, understanding, and want to 

make accommodations. I had to learn to give others the opportunity to show their kindness.”  

• EMBRACE the caregiving journey and learn to advocate. The role of caregiver is not easy. 

Tracie’s advice, “you may lose some friends along the way but these may be few compared to 

the many friends, neighbors, family members, teachers, therapists, doctors, and strangers who are 

there to help.” 

Never let another person tell you “don’t bother” or “he or she is too old” or a long list of 

insensitive statements that make you as a caregiver feel hopeless or hesitant to aggressively 

advocate for a loved one.  Over the years, I continually meet physicians with poor bedside 

manner who believe that a person is undeserving of medical care, “after all he’s 95.” I meet 
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others lacking caregiving experience offering unsolicited advice but no support. Until a person 

has walked in your shoes it is difficult to understand your daily reality.  

Gain the knowledge to be an advocate or hire the services of an advocate or a care navigator. 

Advocacy is a learned skill. Advocacy takes courage. Do bother to become more knowledgeable, 

more honest, more accepting of help, and find joy in the humorous situations that one might find 

frustrating at times. Caregiving is not for the timid—be visible and share what you have learned 

with others.  

Visit www.TheCaringGeneration.com to access a free library of articles and education 

about caregiving. Visit www.TheCaregivingTrapBook.com for more information about 

Pamela’s book for caregivers 

 


