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When my husband was diagnosed with a terminal disease, I found I was totally unprepared for it. I researched web sites and found a lack of resources for caregivers for the terminally ill. My book provides such a resource by giving insight to the challenges, emotions, available support, and spiritual hurdles one encounters on the journey. I help similar travelers on this road to understand these challenges by knowing their emotions are normal, realize there may be many tangible resources available, and be aware there is a presence to which they can always turn--God. The manuscript is a word of hope and enlightenment for these caregivers; a book to let them know they are not alone, that there are many others with the same feelings, frustrations, and loss they are experiencing.

Since writing this book, I asked a few friends to read the draft for content and thoughts.  Without exception, each told me that she wished she had such a resource to deal with an ongoing terminal illness from its start, and in some cases, the death of that loved one.

The sample chapter I selected deals with emotions and feelings a caregiver experiences while caring for a terminally ill loved one.  It’s only part of the journey.  I hope someday this resource will be available for all who need it, if only to praise God for giving me strength to endure my experience and let others know He is always there for them.



-  Sandi 
Chapter 18

The Inner Turmoil


I told you that life, as I knew it, stopped the day Roy had his seizure.  During the next few weeks, things were going so fast, I didn’t have a moment to think about me.  As the days wore on, the stress increased.  


We all meet stress in different ways.  Some eat – I gained 15 pounds.  Some withdraw and hold in their feelings.  Some explode.  Some cry.  I’ve done them all.  It just depended on the day and circumstances.

Whatever is your outlet, it’s okay to express yourself and relieve the stress.  It fact, it is IMPERATIVE that you find a way to restore, to the greatest extent possible, life as you knew it before the disease attacked.

I’m not saying that you should ignore the circumstances.  On the contrary, your life is now defined by those circumstances.  You just have to incorporate and redefine your priorities.  But you still need a sense of normalcy in your life.

What did you do for yourself before this all started?  If you were a working spouse/partner, you may be limited, even in the care giving, as you struggle to balance that and work.  You will want to give every spare minute to your loved one.  If that is your ONLY alternative to fill your hours after work, it’s understandable.

If you have a support network or access to professional caregivers, STOP!  You need to accept the support your friends and family offer and take time for yourself.  I think this is especially important if you are working outside the home.  You have to make quality time for yourself!  Take up some of those activities in which you were involved before the disease.  If that’s too time-consuming, take up something new that can be fun and relaxing but takes less time.  Just find a quiet spot and read, knit, listen to music, whatever it takes, to temporarily separate you from your anxieties and bring you back to some “normal” activities.

In May 2007, I started taking tax courses again.  Before Roy’s seizure, I managed a tax office during tax season.  This was my new outlet after retirement.  I had found my brain going to mush after working with multi-million dollar budgets during my career and was reduced to balancing the checkbook once a month after retirement.  After his seizure, I put all this aside and made him my priority.  I did it without regret and with total love for him.

Five months later, I realized that I was building my ENTIRE life around the disease.  I was NOT using my support network.  At that time, I didn’t really need to impose on anyone.  I would reserve that until Roy was debilitated.  He was able to care for himself, move around, and was comfortable with staying by himself for a couple of hours.  I had two neighbors I could call upon if I really needed help (e.g., check on him while I was out and he wasn’t answering the telephone).  

I bring this out because of my mother.  When Dad and I retired, I built her whole existence around him.  Then I would complain about how I must always “be there” for Dad.   Several times during such discussions, I urged her to “get a life”, do something for herself.  I had always liked to draw, so I encouraged her to go to the local community college (five minutes from her house) and take lessons.   It was worse after Dad fell off a ladder.  While not severely hurt, other ailments seemed to present themselves shortly thereafter.  I even had neighbors who said they would stay with Dad while I went out.   I encouraged her to take a day and go out with her friends.  I always nodded her head, but I never did any of those things.  When Dad died, I slowly slipped into dementia.  I vowed then that I would never do that.

I don’t want to downplay, in any way, the importance of your role as a caregiver.  You are the focal point for your loved one, and you should be.  Who else loves him as much, or wants so much for things to be as they were, or will so much miss the opportunities that you may never have again to do things together?

My major point here is:  

If you don’t take care of yourself, spiritually, physically, and emotionally, you will not be able to fully give of yourself to him.  That really is not an oxymoron.  A tired, emotionally drained caregiver is not as effective as one who is whole in all those attributes.

If your loved one is terminally ill, there will come a time when you will literally be by his bed 24/7.  Prepare yourself by keeping yourself fit.  Let others help you.   You’re not the only one losing someone special in this situation.


