
        
            
                
            
        

    
		
			“The Caregiver’s Toolbox offers an invaluable mix of compassion and information. The authors deeply understand the challenges and trials of caregiving and have created a tools list that kindly helps ease stress and increase competency and organization. This book is an important companion for anyone guiding another through the health care system.”

			—Deborah Shouse, author of Love in the Land of Dementia: 
Finding Hope in the Caregiver’s Journey

			“Providing care for a loved one is, for many of us, anything but a simple task. In their superb treatise The Caregiver’s Toolbox, Carolyn Hartley and Peter Wong outline not only a modern, technology-driven approach to delivering this care, but more importantly, a humanistic one. Exploring how caregivers can leverage such electronic tools as PHRs, physician EHRs, mobile apps, and web portals, the book provides a cost-effective and highly actionable path forward. The authors also expertly walk the reader through many of the financial, legal, and ethical hurdles facing caregivers and do so in a format that is loving, practical, and exceedingly accessible. This is an invaluable resource for anyone who has stepped into the ever challenging yet highly important role of caregiver.” 

			—Robert Tennant, director, Health Information Technology Policy, 
Medical Group Management Association

			“There is an old saying: ‘Life is a cruel teacher; first you take the test, and then you learn the lesson.’ The Caregiver’s Toolbox helps simplify and accelerate the process of turning the average person into the extraordinary caregiver. By sharing actual experiences and providing checklists, proven solutions to common problems, and references to other resources, Carolyn and Peter have equipped caregivers to maintain life balance while absorbing the additional demands of providing care to our loved ones.”

			—Ian K. Gordon, senior vice president, Regence Health Insurance Operations

			“My mom is ninety-one and my dad is eighty-nine. I am blessed to have parents that are active, self-sufficient, and in good health. Dad is still managing his rental property business and enjoys the work. Mom loves to be outside and work in her garden. I have thought about it many times but have yet to gather all the information related to my parents’ finances and business.

			“In The Caregiver’s Toolbox, Carolyn and Peter lay out a comprehensive road map on how to build a technology plan for your loved one. Their advice on how to start the discussion and how to locate and gain access to financial accounts gives me a starting point to begin the process. The checklists in chapter 4 provide the tools to get organized and make sure all important data is captured. I am finally ready to get started!

			“There will be a day when my parents are unable to take care of themselves. Acting now to build a technology plan for my parents will save countless hours and avoid some unpleasant surprises down the road. Thanks to Carolyn and Peter for helping me get started.”

			—Bruce Honeycutt, chief internal audit and compliance vice president, 
Blue Cross Blue Shield of South Carolina 

			“The authors’ suggestion to create a ‘Documentation Plan’ helped my mother and me prepare for her relocation from a multistory home to retirement patio home living. The Documentation Plan forced us to organize in a thoughtful and complete manner prior to packing up the household belongings. The templates provided in the book helped us purge unnecessary paper, create appropriate electronic backups for what was important, and identify knowledge gaps related to infrequently used account information. These practical, easy-to-use tools are a blessing.”

			—Don Fowler, vice president, client relationships, 
Highmark Blue Cross Blue Shield

			“As a doctor, I see patients and their families daily who struggle with the challenges of caregiving. Many seem ill equipped for the multifaceted decisions they will face. I have often said that everyone needs a health care advocate, someone within the system who can advise and guide him or her.

			“Caregivers often are called on to be the health care, financial, and legal advocates for their loved ones. This responsibility can be a daunting task for caregivers who are unprepared. This masterful book is an essential resource providing a plethora of websites, practical charts, and checklists easily organized so that caregivers are equipped to meet many circumstances.

			“During the publishing process, this book had personal application to me and my wife when my uncle and my father-in-law were each referred to hospice. We reread the later chapters, and the information gave us a better understanding and helped us prepare for their deaths. I hope and trust that you and your loved one will derive a great benefit from this remarkable work.”

			—Randall K. Thomas, OD, MPH, FAAO

			“Having been an RN for several years as a director of home health care, having gone through many of these issues you mention with my own father and, now, with a friend who is paralyzed, I think that the content of your book would be so valuable to so many people!

			“Caregivers need so much support. Several points I found helpful included the recommendation to express feelings. I found the section on the treasure of walking with someone through the dying process very true in my own experience. I would not trade one single moment of staying with my dad that final month as he died. It is time well invested, and I am so thankful for it. I also appreciated your comments about guilt. I experienced guilt because my dad so wanted to go home, but when it was time for hospice and we had the home alternative, even with my nursing experience, I could not do it. I knew that we needed the support of hospice nurses. It turned out that he did have trouble with secretions, and I was glad he died at hospice. I could ask questions as his loved one, not as a nurse. I even called in the nurse and told her I needed her permission to fall asleep since I feared daddy would die while I was sleeping. She gave me that permission and assured me that many times people wait to die until their loved ones leave the room.

			“I also appreciated the section on finding out the wishes of the dying one in terms of plans. A doctor once asked me to serve as a hospice nurse because I love talking with those who are dying about what their wishes are for their memorial service and things like that. I distinctly recall one home health patient whom I gave at-home chemo, and he said his family would not talk to him about his dying, though he felt that he was dying. It was so common and so sad that while his family sat in a separate room watching TV, he shared with me his thoughts about dying. So the tools you are sharing about how to truly help each other as we go through the dying process is so crucial.

			“So many of your insights are right on the mark in terms of what caregivers really experience. I pray that the Lord uses your and your coauthor’s book to help many people. Thanks so much for sharing with me.”

			—Tricia Scribner 
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			To Stan and Eileen. You cared for my sister and my brother with compassion, patience, and sustenance, then held my hand when it was my turn. —CPH 

			To Mom and Dad, Nancy, Anna, and Daniel. I love you dearly. —PW
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			Introduction

		

		
			Dear, dear Caregiver:

			Please accept our highest praise to you for being someone’s caregiver. Most likely, you’ve seen this role heading your way for a while. A recent diagnosis. Aging parents determined to stay in their home. An accident that positioned you as the in-house rehabilitation expert. A beloved child with special needs.

			You’ve talked to family, friends, a spiritual leader for support, gathering resources to help you on this walk. If you are like the 36.5 million other caregivers in the United States right now, you’ve used up vacation and paid time off, wondering how you will manage time off and duties piling up. If you are among the total 65.7 million Americans who at some time have been caregivers this year, you have a story to tell. Some of your secrets for keeping track of medications, physician appointments, diets, or helping loved ones get in and out of bed or chairs, bathe, or get dressed have made their way into the halls and kitchens of friends and caregiver communities. Thank God for you! Your care contributes more than $572 billion per year in unpaid clinical support. That number is rising because of people living longer (hats off to the Boomers) but fewer people to manage care. Some caregivers tend to more than one person.

			If you are like the average caregiver, you spend about twenty-two hours a week providing support. The good news is that in 2014, your weekly devotion topped nineteen hours, one small sign that the aging population may be a bit healthier due to medications, exercise, access to care, long-term care insurance for home-based care, or the rapid expansion of home health agencies.

			While love and commitment are at the core of your caregiving, 86 percent of caregivers are untrained, according to a study by the National Alliance for Caregiving. For example, caregivers learn the in-home requirements for managing a patient with Alzheimer’s disease or cardiovascular disease. You will learn how to manage the medical bills not only to pay them but also to determine whether they are accurate. You wonder whether your health will be compromised and question whether someone will step in and take over for a while.

			My friend, you are not alone. We’ve been where you are, and we’ve done it more than once. It wasn’t our choice either, but when it was our turn, like you, we stepped up and started making spreadsheets. We’ve hugged family members so tight that we thought they’d pop; we sat in coffee shops retelling stories that everyone had already heard, but we just weren’t done saying what needed to be said. Yes, we held back a few stories that will just have to wait. We got through it with the help of our Lord Jesus Christ, though there were days when we asked the Lord to just cover His ears.

			The Caregiver’s Toolbox is for list makers, those who wake at 3 a.m. with a list of tasks to do, the ones who remember while unpacking groceries that the prescriptions didn’t get picked up. You’ve bolted way beyond yarn around the finger, and you write reminders in code inside the palm of your hand. Our prayer for you is that you find some peace. Good friends will cry with you when you feel this world is too much. Church or synagogue friends supply meals to carry you through the hardest days or take you out for desperately needed time to breathe.

			We prayed for a miracle while we were caregivers, and boy did the miracles happen—joy and such incredible peace from old friends and new ones. We learned the difference between a deep sigh that says “I hurt” and the deep breaths that mean “I love you” or “thank you, my Love.” We’ve cared for those who didn’t know that “thank you” could be so difficult to say.

			Like you, we were hesitant at first. One thing we had to get over was not to suffer through our role in silence. We learned how to navigate the complex health care system, how to become the advocate when our loved one’s voice no longer seemed to resonate with the clinician. We learned how to speak louder when necessary.

			We learned to take on health care bills and insurance denials, do background research on billing codes, and ask questions to huffing and puffing billing clerks. We dared to question medications and diagnoses, not that they were wrong or harmful, but we were the frontline care coordinators who built a list of questions when time with physicians eroded to ten-minute pockets of precious access.

			We combed through dark closets to find insurance policies and disbursed funds to heirs, trusting that the wills that our beloved family members had entrusted to us would be accurately executed. We became funeral planners and obit writers when God called too many of family home too soon.

			As we walked in your shoes, we were sometimes patient, more often not. Sometimes we just needed to slip away, apologize for a gruff tone, and take a five-minute power nap. What we learned is that sometimes our wells were drained by fire hoses; more often than not, our wells were tapped by a steady drip of dos and don’ts. When they ran dry, we found we had little energy to give and that our health hung in the balance. We learned that courage was a liquid substance that on any given day would boil, vaporize, or cool an overheated forehead.

			As professionals, we also lost time from work, agonized over customers who needed help faster than we could give it to them. But in every case, neither of us ever bemoaned the time we spent taking care of a loved one. Your story will be different from ours, but the common theme among all caregivers is a giving heart.

			We come to you with rich backgrounds in health care. We are major players in the adoption of electronic medical records, complex software that serves as a tool for physicians to track medications, blood sugar, or creatinine levels, and we’ll show you some terrific mobile applications available for you. We also have been leading consultants to the nation’s top employers and payers, leading work groups to build the electronic medical framework. We’ve been instrumental in helping health care providers implement privacy and security laws. Be sure to check out our chapter on patient rights.

			The Caregiver’s Toolbox has your back if you are the early morning list maker. We provide printable checklists you can share with friends who want to know how to help. Here you will find resources and condition-specific communities; you will identify insider tips, resources, patient rights, and health care technology tools.

			Technology is disruptive to the old way, but in a good way, it is setting the stage for new innovations. We will continue to post new technology on www.Caregivers-
Toolbox.com. Visit us, tell us what you like, and access new apps. Tell us what you’d like to know about or let us know about a cool app that will help others in their caregiving walk.

			How to Use The Caregiver’s Toolbox

			The toolbox is divided into three sections based on the stages of a caregiver’s time line:

			Section 1: Diagnosis

			Section 2: Day-to-Day Tools

			Section 3: Dealing with Death

			You may not go through all of these stages, but begin with the stage that most closely speaks to you and where you may need the most support. You can back up to a previous section, go forward, or hunt and peck through the chapters. If you have purchased this book for a friend or loved one, what a gift you are giving! Your thoughtful gift also means you are committed to helping your caregiving friend through some tough but also joyful times.

			It is our hope that you are richly blessed by the tools, stories, and resources provided in this kit. We thought of you every day.

			You don’t have to be perfect. Thank God, that position has already been filled. You will say things you don’t mean, but be strong and wise enough to ask for forgiveness. Please know that we are hugging you through the caregiving process, step-by-step. When you just need a prayer and a friend, send us an e-mail. If it’s at midnight, we will answer in the morning, and you’ll feel better.

			God bless you and your loved ones. We hope you’ll let us know how you are doing.

			In deepest kindness,

			Carolyn and Peter 

		

	
		
			Section1

		

		
			Diagnosis

		

		
			Caregivers tell us the diagnosis usually signals a first glimpse into what their life might look like for the next three months to twenty years. They also told us the road to being a caregiver is never the same for two people, even within the same family.

			This section will help the care partner and loved one work with the medical team to map out a care management program. We start by providing guidance on the three most important events in the diagnostic process, and then we feature mobile or Web technologies that help you navigate through these events:

			
					Marshall your energy and take in the diagnosis in manageable chunks. Rely on evidence, family, friends, and clergy.

					Get a second opinion. Doctors do, so should you!

					Build your patient and family records. Do it now to help relieve time and paperwork and to coordinate care as you transition from one physician to another.
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			Marshall Your Energy

		

		
			So now you know. Lab results are in. A pathology report confirmed what you thought may be the case. Or your loved one’s accident took more of you than you ever thought would happen. You still have plenty of reasons to expect a happy life, a promotion at work, happy children, and a stable and prosperous career. But right this moment, your life has been tossed into a barrel, and nothing is in focus.

			Jessie Gruman, PhD, author of AfterShock: What to Do When the Doctor Gives You—or Someone You Love—a Devastating Diagnosis, says, “It’s like getting drop kicked into a foreign country without knowing the culture, the language, or a map, but desperate to find a way home.” You and your loved ones are confused, flummoxed, and pretty much determined to start fixing things. Who’s the best doctor? What hospital will deliver the best outcomes? Build lists of what to do. Hut! Hut! Fix this broken thing.

			This chapter is intended to help you manage what some people find to be a crisis. The doctor delivered the diagnosis. Your job now is to corral your knowledge resources and begin building a plan.

			In this chapter, we offer a five-step plan to help you answer the most frequently asked question, “What now?” Here you can access the best national and international websites to help develop a plan, find advice from specialists, or connect with others also managing your disease. Many Cool Tools are presented in this chapter, including a self-diagnosis tool to help the patient identify friends, family members, and spouse roles to assist in caregiving.

			
				
					When my brother-in-law called to tell me that my sister had been diagnosed with glioblastoma, the most aggressive of brain tumors affecting the central nervous system, I immediately said, “Well let’s go after it. I’ll get on a flight tomorrow.” Reality hadn’t quite set in. I only knew after losing my brother fifteen months earlier to pancreatic cancer that there was something in the family’s history—environmental . . . childhood trauma . . . medical? Who cares? We needed to find the one right doctor who knew how to unravel this. I did a mental scan wondering where to jump-start a search for this medical magician. Sloan Kettering? MD Anderson? I’d been working with oncologists in health information technology for years. I knew and had learned to trust many. Time for an all-points bulletin.

					“It’s terminal, Carolyn.”

					I was sitting in my office, slowly dropping my head into my hand. The phone grew too heavy for my hand. My sister and I had airline tickets to meet in Minneapolis next month. Even though we lived 1,500 miles apart, we had promised to meet at the Starbucks at the Nicollet Mall every year on my birthday until our minds were too mushy to fly unattended. “Let me make some calls,” I said. “I’ll find someone who can operate.”

					Then my brother-in-law, whom I have come to love, respect, and adore as my sister’s husband and caretaker, began to weep. I needed to be with him, put my hands on his face, and tell him we could handle this. I could pull off a Mother Teresa healing where the radiation stemming through God’s healing mercy would pass through my hand of love, penetrate my sister’s brain, and shrink that brain-sucking tumor into a rock so that it could be cut out and pitched like a piece of bad garbage. It was too much. My brother, now my sister. The diagnosis hit me like it was mine to manage. This was my sister! My bedroom buddy for fifteen years. I hadn’t given her up to be a wife, mother, teacher, skilled horseback rider, and mandolin player just to have her mind blown by some frigging tumor. She was an adored, award-winning teacher, a lover of life. She was sunshine, a school counselor who parented many of the parents in her school district. Even the chief of police sought her advice before sending juveniles to court. I was in shock, and I doubted my brother-in-law could stand up to guide my sister through the health care system.

					I was so wrong.

					“She has five months, tops. We have a lot of work to do, kiddo.”

					I had nothing to say, the wind punched out of my stomach.

					“You should come when we figure out how we’re going to get through this,” he said.

					Wait? Are you kidding, you want me to wait?

					His name is Stan. He is a hero. He became the caregiver who put his life on hold to chauffeur my sister from lab draws to oncologist appointments to radiation and nutrition studies. He helped her into bed, sat with her at the hairdressers, and chopped the freshest vegetables into tiny bite-size pieces. Stan also carried with him a spiral notebook so that he could shepherd the details of her lab values, chemotherapy side effects, dosage modifications, and diet restrictions from one provider to another. Moving electronic health information securely from one provider to another was still in its infancy, so Stan became the trusted message carrier between providers. That spiral notebook stayed at their bedside. It was the first and last thing he touched before lying down beside her at night. In an emergency, he could help the emergency room access her medication and chemotherapy regimens so that well-meaning providers wouldn’t overdose her. Stan played brain games with her to encourage the few healthy cells to breed new cells. He cleaned up the kitchen when she loaded the dishwasher with liquid dishwashing gel, transforming the kitchen floor into a special effects scene that resembled heaven. He prepared cancer-starving meals and taught her how to swallow nine ginormous chemotherapy drugs a day.

					A fellow counselor told him, “You can go into this with your fists clenched and do all the work yourself, or you can open your arms and ask people to help.” A private businessman, Stan did what he said he would never be able to do and opened his arms. Friends filled the kitchen with flowers and messages so that, over time, strings of cards wrapped around every window, wall, and doorway in the house.

					He created a spreadsheet of tasks asking friends to fill in when he needed to get out of the house for a few hours. Another list tracked foods that my sister should eat and foods to avoid. When others called to see how they could help, he asked them to look at the spreadsheet. If they didn’t like any of the tasks, they could add something they wanted to do: take recycling to the street, take his wife for a walk, give the dog a bath, sit with her and make sure she doesn’t start the dishwasher.

					Each night he raised the bar of how much he loved her and shared the day’s experiences with their adult children graduating from medical and state universities. In the rare moments of peace, he researched medical websites and with the help of his daughter the med student searched for clinical trials that might give her a few extra months. None were available for a tumor this big.

					Stan was chief financial officer of a midsize organization. Even so, he took a leave of absence to provide full-time care for his wife. His extraordinary employer covered the majority of his salary and told him his position would still be there when he returned.

					(Carolyn Hartley)

				

			

			What to Do When You Receive the Diagnosis

			Physicians we’ve worked with say they prefer to give the diagnosis straight up. They will tell you to take a little time to process the news and then together, working with health care professionals, coordinate a treatment plan. Take their advice. While you may experience a diagnosis like this two or three times in your life, doctors see thousands of cases each year. Patients who make the most comebacks are those who take time to think through a strategic plan with friends, with family, and with clergy.

			Glenn D. Braunstein, MD, says, “Marshall your energy and resources for a few days. Don’t feel pressured into making hasty decisions, especially about significant, invasive procedures or surgery unless you are in imminent danger.”

			You have plenty of reasons to be confused about how life will change for both you and your loved ones. Shock does that to people. It’s the first stage in a caregiver’s life. Experienced caregivers tell us that the diagnosis doesn’t just happen to the patient. Let’s focus on what you will do and what you and your loved one can do together.

			
				
					Table 1.1. Disease Discovery 

					Directions: In a quiet place, the soon-to-be-full-time caregiver and patient should begin a discovery process to identify what you know, what you want to know, and how the family can work together to formulate a plan. Begin with what you learned from the doctor. Begin with any educational material you received. Go to websites and search for more information. Make notes on the Disease Discovery form provided here. If it helps, start from the bottom and move up or start in the middle. Anything you write on this page can be changed. For now, you simply are in the discovery stage. 

					
						
							
							
							
						
						
							
									
									Discovery Questions

								
									
									Your Answer

								
									
									What Information Do You Need Now?

								
							

							
									
									What was your doctor’s diagnosis?

								
									
									
							

							
									
									What was the first thing you did when you learned of the diagnosis? 

								
									
									
							

							
									
									Who can help you make decisions about next steps? 

								
									
									
							

							
									
									Have you visited any websites to learn about this disease? What was the URL (Web address?) 

								
									
									
							

							
									
									Did your doctor provide you with educational information? 

								
									
									
							

							
									
									What members of your family do you want to know about this? 

								
									
									
							

							
									
									Is there a time you’d like to tell your family? 

								
									
									
							

							
									
									Does your family prefer you blurt it out, or would they want a family meeting? 

								
									
									
							

							
									
									Do you want a second opinion? 

								
									
									
							

						
					

				

			

			Step 1: Research the Diagnosis

			The first reaction is to come home and privatize this diagnosis, at least until you can get a handle on it. You may run an Internet search on your diagnosis. Random Internet searches are likely to serve up a combination of both erroneous and trustworthy information, creating even more confusion. Commit to reviewing trusted websites that will give you current symptoms, plain-language descriptions of the diagnosis, and treatment plans.

			Put these websites on your search list to learn more about the diagnosis:

			
					
American Academy of Family Physicians (www.familydoctor.org): Search for “diseases-conditions.”

					
American Medical Association (www.ama-assn.org): This site provides comprehensive patient information with diagrams and health literacy resources. From the top right side of this website, choose the “Patients” tab. This will direct you to helpful resources.

					
Cedars-Sinai (www.cedars-sinai.edu): From the blue tabs across the page, choose the “Conditions & Treatments” tab. You can either type the condition into the search field or select the first letter of the condition to find a list of diseases that start with that letter. For example, select “D” if you want to search for “diabetes.”

					
Centers for Disease Control (CDC) (www.cdc.gov/DiseasesConditions): The CDC publishes detailed information about diseases and also provides treatment guidelines as well as public health reporting guidelines.

					
Johns Hopkins (www.hopkinsmedicine.org/healthlibrary/atoz/d): Johns Hopkins, one of the world’s leading medical sources offers a comprehensive library for patients, caregivers and physicians. If you find new information here, print it off and take it to your physician for discussion. Johns Hopkins and Mayo Clinic collaborate with international hospitals to keep current on new protocols.

					
Mayo Clinic (www.mayoclinic.org/diseases-conditions): Mayo Clinic, one of the most world’s most frequently researched sites offers details about simple to complex diseases. Physicians frequently access this site for most current treatment updates.

					
MedlinePlus (www.hlm.nih.gov/medlineplus): This is a library hosted by the National Institutes of Health that offers a medical dictionary for most diseases and most popular diagnostic searches.

			

			Most disease associations connect patients and families with the basics of the disease. For example, you will find advice on how to live with the disease, survivor stories, and connections to current research on the disease. Some disease categories have competing or collaborating associations. Use your search engine (e.g., Google, Bing, MSN, Netscape, Yahoo!, or Ask) to search for the disease’s association. Avoid coming to conclusions, but this is a good time to start taking notes. Use the form in table 1.1 to help guide your research and also help you come back to the same source if you liked the advice. This also serves as an initial response so that you can later return to either see how far you’ve come or recap your instincts.

			Step 2: Contact a Member of the Clergy

			Very often, newly diagnosed patients begin to wrestle with how the lives of their family members will change. They also begin looking to God searching for healing, redemption, or answers to raw anger. Friends, family, and the patient are hurting; all need some comfort. This is a good time for you or your loved one to call a pastor, priest, or rabbi and schedule time to talk through your concerns or doubts. During this visit, don’t expect your loved one to come to any immediate conclusions but do expect your loved one to question what his or her role should be.

			Your loved one may want to go alone. As difficult as it may be, honor that request. A conversation with clergy is very personal. If you are invited to go along, enter the conversation as if you were on holy ground. Be a listener and know that most loved ones are not invited into this sacred meeting. Be at peace with that. Love is not always delivered using words. Hugs are phenomenal healers.

			You may want to help your loved one make a list of items to discuss with clergy. As this is a highly emotional time, we provide a list only as a guiding source to help process you and your loved one’s emotional and spiritual needs.

			“One privilege of ministry is to nurture hope and confront despair,” writes Andrew D. Lester in Hope in Pastoral Care and Counseling. “When people are wounded and in need of healing . . . hope and despair are major psychological and theological dynamics.” Nearly all newly diagnosed individuals want to know what this disease means and who is there to offer hope.

			Use the list in table 1.2 if you need a starting point. A good pastoral counselor will guide you through the meeting. If you are not a member of a faith community, you probably know someone who is. Ask for a referral to the faith leader (pastor, priest, or rabbi). A compassionate listener now will be much more important than a dynamic preacher.

			
				
					Table 1.2. Things I Want to Discuss with My Pastor (or Priest or Rabbi) 

					
						
							
							
						
						
							
									
									Questions or Discussion Points for Clergy

								
									
									Key Phrases to Remember from Your Meeting

								
							

							
									
									I’ve been diagnosed with <name of ailment>, and I don’t know how to explain this to my family. 

								
									
							

							
									
									Why me? 

								
									
							

							
									
									My family may need help. Who can I call? 

								
									
							

							
									
									I may need some help as well, but I really am not good at asking for help. Can you give me some guidance? 

								
									
							

							
									
									Can I maintain some privacy and still have people pray for me? 

								
									
							

							
									
									Is there a group managing similar diseases in the church who can support me?

								
									
							

							
									
									Do you ever coordinate prayer partners? 

								
									
							

						
					

					

				

			

			Step 3: Organize Your Thoughts and Build a Tentative Plan

			If you are the patient and reading this, you should know that your caregiver and family members are already trying to determine how they can help. Everyone wants this diagnosis to go away and help you return to normal health. That may or may not happen. In either case, you, along with your clinical and caregiving team, will build an action plan, whether it is medication therapy, physical therapy, surgery, professional counseling, radiation therapy, home health, a diet and nutrition plan, or any combination of these. As you and your family continue to explore each chapter, you will learn how to get a second opinion for both the diagnosis and the treatment and how to know whether you should get a second opinion (chapter 2).

			As you transition between doctors, hospitals, and care managers, each clinic will ask for the same old paperwork—but we’ve got Cool Tools for that. In chapter 3, we show you how to standardize your personal medical records in electronic and paper form using the same formats required by physicians who use electronic charting software. The standard format means you don’t have to complete all those paper forms every time you see a new doctor.

			Because health care is moving into an electronic environment, you will need a technology plan, and you will find guidance on that in chapter 4.

			Section 2 helps you transition from discovery into day-to-day caregiving knowledge that helps you lighten your load while empowering you with laws that support you as a caregiver. You will need some technology applications to best use these tools.

			Step 4: Explore Mobile Apps to Help

			Mobile technology is transforming the way people work, play, and receive medical care. In 2011, more than two-thirds of caregivers were using some form of technology to help them with caregiving, including Web-based calendars, social media, smartphone apps that manage calendar appointments, medication refills, telemedicine visits, and medical hotlines. We provide details about these applications in section 2.

			Step 5: Take Care of Yourself

			Family caregivers are unpaid family members who have taken on the role of being the primary caretaker of an individual who is ill or unable to manage a disease on his or her own. Care partners may also pay a significant price in lost time, lost wages, fatigue, and failing health.

			The average caregiver is a fifty-year-old working female at the peak of her career with an ailing adult living in the home. Most likely, she also has children still living at home. She probably has no formal training on how to take care of the patient/family member but is considering a cut in pay or a transition to part-time work to take on this task. While women, particularly women of color, remain disproportionately likely to take on primary caregiving responsibilities, men have increasingly assumed caretaking duties for children, parents, and relatives with disabilities.

			
				
					Table 1.3. Care Partner’s Vitals 

					
						
							
							
							
						
						
							
									
									Vital Statistic

								
									
									Now

								
									
									Six Months Later

								
							

							
									
									Blood pressure 

								
									
									
							

							
									
									Blood sugar 

								
									
									
							

							
									
									Height

								
									
									
							

							
									
									Weight 

								
									
									
							

							
									
									Exercise 

								
									
									
							

							
									
									Drinking status? 

								
									
									
							

							
									
									Exercise

								
									
									
							

							
									
									Smoking status? 

								
									
									
							

							
									
									Time out with friends 

								
									
									
							

							
									
									Time for yourself 

								
									
									
							

						
					

					

				

			

			Caregivers also should get a baseline physical exam at the earliest caregiving stages so that you can track your own health. Use this tool to record your vitals. Yes, you! Take your vitals to track your own health statistics. You can go to any pharmacy and use the blood pressure cup if you don’t have one at home.

			It’s that last measure, “time for yourself,” that seems most lost in the initial phases, but the longer the caregiver provides care, the more essential time for yourself becomes. Every physician, every caregiver book, and every elder care attorney will remind you that you must take care of yourself. Review the list in table 1.4 and check which ones you would like to include in your schedule.

			
				
					Table 1.4. Activity List

					
						
							
							
							
							
							
						
						
							
									
									Activity

								
									
									Week 2

								
									
									Week 3

								
									
									Week 4

								
									
									Week 5

								
							

							
									
									Sit in a movie theater, watching comedy while eating warm popcorn laced with Junior Mints. Movies are required, not optional. 

								
									
									
									
									
							

							
									
									Soak in aromatherapy hot tub with a collection of short stories or novellas.

								
									
									
									
									
							

							
									
									Build a blanket fort with chairs like you did as a child and then give your loved one a manicure inside the tent. 

								
									
									
									
									
							

							
									
									Go on a penny walk. Start walking. Toss a penny. Heads, turn left. Tails, turn right. Might need a compass if you take this too seriously to get you home. 

								
									
									
									
									
							

							
									
									Create something new through a new hobby (photography, build furniture, paint, learn how to skydive).

								
									
									
									
									
							

							
									
									Take up a new sport, one that you can drop and pick up again without having to go through new training. 

								
									
									
									
									
							

							
									
									Meditate daily and allow God to applaud you. Wait and listen for His warmth to let you know He is there.

								
									
									
									
									
							

						
					

					

				

			

			How to Select Your Caregiver

			Yes, you do have a choice. You may or may not want to exercise your right to choose. Those of us in a committed relationship have taken an oath: “To have and to hold from this day forward, for better or worse, in sickness and in health, for richer or poorer.”

			The “in sickness and in health” part was a much easier commitment when we were young. An illness then meant taking care of a loved one while recovering from surgery, a bad cold, or a broken bone. These were temporary illnesses. It’s much easier to be a compassionate caregiver when the expectation is that the same care will be provided to you when your health is compromised. Long-term illnesses aren’t fair. However, illnesses that require caregiving also open doors for deeper levels of communication, love, straight talk, and reconciliation. If you are the patient, highly prize the person (spouse, sister, friend, brother, or parent) who willingly opens him- or herself up to you to assist in your care.

			One way to select a caregiver is to ask your physician or a health care professional to help you understand how your disease will stabilize or progress and what your needs will be in the short and the long term. Use table 1.5 to help guide you through your own private chat with yourself. Ask yourself the question, then write the corresponding role (1–5) of the person you believe will provide the help you need. Surprisingly, your answers may not be the same response a family member would offer. Be bold. Would you consider asking your spouse or adult child to also complete this list? Then compare answers.

			
				
					Table 1.5. Select a Caregiver Questionnaire 

					
						
							
							
							
						
						
							
									
									Question

								
									
									Response

								
									
									Who Can Help with This?

								
							

						
						
							
									
									What are the changes my body will make? 

								
									
									
							

							
									
									Based on other patients who manage this disease, what is my time line? 

								
									
									
							

							
									
									How long will I be mobile? 

								
									
									
							

							
									
									Is my mobility dependent on someone lifting me? (Are there devices that can help me get around?) 

								
									
									
							

							
									
									Will I be able to make legal decisions about my estate? 

								
									
									
							

							
									
									Do I need someone to make legal decisions about my care? 

								
									
									
							

							
									
									Can I stay in the home? 

								
									
									
							

							
									
									Will I keep my mental capacity? 

								
									
									
							

							
									
									How much time each day will be required of a caregiver? 

								
									
									
							

							
									
									What services will my insurance policy cover? 

								
									
									
							

							
									
									Do I have long-term care insurance? For in-home, skilled nursing facility, or both? 

								
									
									
							

							
									
									To whom should I give legal authority? (See also chapter 7.) 

								
									
									
							

							
									
									Will I need physical care in the home following treatments? 

								
									
									
							

							
									
									Will I need transportation to and from treatment facilities? Does someone need to stay with me during treatment? 

								
									
									
							

							
									
									Who will provide my caregiver and me with emotional support? 

								
									
									
							

							
									
									Will I need help taking medications? 

								
									
									
							

							
									
									Who will track my body’s changes for better or for worse? Do I want to know about the changes? 

								
									
									
							

							
									
									Who will communicate with friends and family about my condition? 

								
									
									
							

							
									
									Who will keep visitors away from me when I don’t want them in my room? 

								
									
									
							

							
									
									Do I have a living will identifying whether to keep me on life support? 

								
									
									
							

							
									
									Have I given legal authority to someone who will act on my behalf (e.g., durable power of attorney) if my spouse is no longer living? 

								
									
									
							

							
									
									Did you complete this with one or more of your “1–5” team members? 

								
									
									
							

							
									
									Total 

								
									
									1 (Spouse) = _____________

								
									
							

							
									
									2 (Adult child) = _________ 

								
							

							
									
									3 (In-home nurse) = _______

								
							

							
									
									4 (Sibling) = _____________ 

								
							

							
									
									5 (Skilled nursing) = _______

								
							

							
									
									What are your next steps? 

								
									
									
							

						
					

					

				

			

			In table 1.5, read the question, then provide a response as you know it in column 2. In column 3, write the number corresponding with the person most likely to be your primary caregiver:

			1 = Spouse

			2 = Adult child

			3 = In-home nurse or hired aide

			4 = Sister or brother

			5 = Long-term care facility

			Caregiving often is incredibly rewarding, as it slows the hectic pace enough for both patient and caregiver, allowing time together to listen, talk, or share loving thoughts, words, and music or a touch.

			Is This Disease in Our Family?

			A diagnosis sets off a chain reaction among other family members, making them worry: “Could this disease be in our family?” Family members may hesitate to ask about hereditary diseases because it makes them appear to be self-involved rather than compassionate about the diagnosis. The question won’t go away and more likely will interfere with the patient–caregiver relationship. Face this one head on. This is a conversation you should have with your own physician. While most health care professionals are not keen on patient self-diagnosis tools, they also recognize that consumers have a right to learn about genomic influences in the family without spending significant amounts of money on lab tests. Share results of lab tests with your physician, who will help relieve or explain unnecessary anxiety.

			Cool Tools for Health-Aware Consumers

			
					
Any Lab Test Now helps families with high-deductible insurance get tested for 8,000 non–life-threatening conditions, such as high blood pressure, pregnancy, strep throat, urinary tract infections, and diabetes maintenance panels. Any Lab Test Now then can send results to telemedicine services for a doctor’s review and possible prescription.

					
Illumina is a cancer-testing platform that runs huge numbers of standardized tests to guide therapy for cancer patients. As of January 2014, this is the only genomic testing service that broke the $1,000 cost barrier. Most states require you first obtain a prescription for genomic testing. Not all physicians are aware of affordable genomic services. We offer Illumina as one possible source.

					
Companion Dx is a secure network that disseminates genetic test results with licensed health care professionals, enabling them to optimize the use of drugs likely to be most effective.

			

			About Caregivers

			
					Approximately 65.6 million people in the United States have served as unpaid caregivers to adults or children outside of normal parenting responsibilities.

					A caregiver may provide support over a long period of time, such as to a family member with complex conditions (e.g., diabetes, Alzheimer’s disease, failing eyesight, and hypertension), or over the short term, such as a family member recovering from major surgery or diagnosed with life-threatening or terminal illness.

					In most cases, caregivers are unpaid family members who have taken on the role of being the primary caretaker of an individual who is ill or unable to manage a disease on his or her own.

					The average caregiving lifespan is 4.6 years with one-third providing more than five years of caregiving.

					Eighty-five percent of all caregivers do not know how to be a caregiver, and 66 percent of all caregivers are women working full-time. Six out of ten caregivers say that the out-of-pocket costs make it difficult for them to pay for their own basic necessities, and 63 percent say that they are no longer investing for retirement while caring for a loved one.

					According to a study by Evercare, commissioned by UnitedHealthcare and the National Alliance for Caregiving, family caregivers who are the backbone of our health care system represent an economic value of $375 billion to the nation’s economy for the care they deliver to loved ones.
Table 1.6. Caregiver Profiles 









	Percentage

	Population

	Task




	29%

	All adults in America

	Are caregivers




	79%

	Family caregivers

	Provide care to someone over 50 years old




	60%

	All caregivers

	Work full-time




	66%

	All caregivers

	Are women




	60%

	All caregivers

	Make work-related adjustments




	10%

	All caregivers

	Reduce hours to part-time




	51%

	All caregivers

	Are 18 to 49 years of age; average age is 48




	21%

	All households

	Provide care for an ailing member in the home




	15%

	All households 

	Drive more than one hour to care for someone




	85%

	All caregivers

	Do not know how to be a caregiver




	38%

	All caregivers

	Look to the Internet for advice






Source: National Alliance for Caregiving.





			

			Key Takeaways

			In this chapter, you learned the following:

			
					Find trusted medical websites to help you get a better sense of the 
diagnosis

					Build your caregiver network and identify educational resources

					How to marshall your energy to develop a plan for your new approach to living

					How to track your own vitals to measure your own quality of life

			

			Somewhere in the discovery process, you may have thought this doesn’t feel right; the treatment plan isn’t aggressive enough, or it’s too intense. You want a second opinion. If a second opinion is on your mind, chapter 2 directs you to the right resources. In chapter 2, you will learn how to ask your doctor for a second opinion without feeling guilty. You’ll learn what to expect and who pays for this opinion.
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