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Making Lemonade: Learning from 

Chronic Illness  

 

        By Annie Giddings  

 

 

Dealing with chronic illness has shaped and changed my life 

significantly. Chronic illness is ever -present in my life. Deal-

ing with chronic illnesses has taught me things I probably 

wouldn't know otherwise - how to be thankful for the smallest 

things, how to be compassionate and sympathetic to others 

without feeling sorry for them, how to sort out what's most 

important, how to find peace in the midst of turmoil.  

 

In "A Delicate Balance: Living Successfully with Chronic Ill-

ness," Susan Milstrey Wells says, "Chronic illness isn't a gift 

in the traditional sense of the word. We don't want it or need 

it, it never fits, and we can't take it back. Only the most ideal-

istic among us would say that we are grateful to be sick. But 

once we become ill, we can resent and reject the experience, 

or we can learn from it." In this spirit, I choose to make the 

best of a bad situation and not get lost in self-pity. I choose to 

think of myself as a survivor of chronic illness, even though I 

am still in the midst of surviving, because I do not want to be-

come a "victim".  

     (continued on page 4) 
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Message From The Executive Director . . .  
 

Hope. A four letter word. That little thing 

inside of us that allows us to believe that 

things will be better, will get better. We 

couldnôt live without hope, for without this 

simple four letter word, what would be the 

purpose? We, those of us living with lupus 

or another chronic illness, would be des-

tined to live a life much like we are living 

now. We would believe that when we are 

in a flare, things will never get better. We would think that re-

search canôt possibly offer any new treatments. Worse yet, we 

would think that there will never be a cure. What a sad world it 

would be without hope. 

 

But hope offers so many other things and doesnôt have to be 

viewed as something in the distant future. Hope is here with us 

every day. When we go to bed each night, no matter what our 

health or life situation is, we hope for a better tomorrow. If we 

have been in bed on this day, we hope for enough strength and 

energy to get out of bed, to be able to do even one little thing. If 

we are suffering with depression, we hope for treatment; for a 

way out of the gloom; for some happiness in our life. Each morn-

ing we awaken it should be with hope for a brand new day, not 

dread for the darkness that is gone. For something different from 

the night. For less pain. For less fear. For more good news. For a 

new treatment. For words from a friend. For a hand to hold dur-

ing this journey. 

 

We just celebrated the season of hope and new beginning. But 

the season doesnôt end when January 1 rolls across our calendar. 

I want all of us to think of 2010 as a New Year of Hope and New 

Beginnings. In our lives there are so many things we canôt con-

trol, but there are just as many that we can control. We alone 

have control over our attitudes, over how we see things and how 

we let things affect us. We can hang onto to the old ways that we 

find are not good for us, or we can decide to make a new begin-

ning and change what we need to change to make our lives better, 

fuller, and richer for ourselves. We can take control of our lives.  

We can be people, not just patients. We can experience new joys 

and new things that we may not have had time for in the past. We 

can read more, write more, sing with joy and enthusiasm, even if 

itôs off key. We can take art classes, or pottery classes, or help 

others who also have lupus. It is from those who have traveled 

this path that the new patients will learn that lupus does not mean 

an end to life. 

                          (Concluded on page 19) 
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cations, or treatments reported in this 
newsletter, and publishes them for infor-
mation purposes only. 
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Folate (Folic Acid)  
Folate is a vitamin found naturally in many foods. It helps keep your blood healthy. Not getting 

enough can cause a type of anemia (uh -NEE-mee -uh), which can make you feel tired, or have 

headaches, pale skin, or a sore tongue or mouth. It's especially important for women of child-

bearing age to get enough folate because it can also help prevent some birth defects. All 

women who are able to become pregnant need 400 -800 micrograms (mcg) of folate each day, 

even if they are not planning to get pregnant or are using birth control.  

The Effect of Lupus on Employment 
Sunday November 22, 2009 

 

Researchers from South Carolina have studied the effect of systemic lupus erythematosus 

on employment. According to the November 2009 issue of the Journal of Rheumatology, 51 

patients and 26 controls who were working the year before diagnosis were no longer work-

ing at follow-up (a median of 4 years after diagnosis). Ninety-two percent of patients com-

pared with 40% of controls who were no longer working indicated that they had stopped 

working because of their health.  College graduates were less likely to quit their jobs due to health compared to pa-

tients who did not graduate from college. Lupus patients with arthritis were 3 times more likely to have quit their 

jobs due to health reasons compared to those who didn't have arthritis. 

 

Source: http://arthritis.about.com/b/2009/11/22/the-effect-of-lupus-on-employment.htm 

OKLAHOMA CITY, August 4, 2009 ï Vitamin D has long been 
renowned for its role in creating strong bones. But research from the  
Oklahoma Medical Research Foundation suggests that the vitamin  
could also play an early role in autoimmune diseases such as lupus. 
OMRF researcher Judith James, M.D., Ph.D., and Lauren Cole, a  
graduate student in Jamesôs lab, have found that in people who are  
genetically predisposed to lupus, a vitamin D deficiency could serve  
as a catalyst to developing the disease. The finding could potentially  
be useful in treating lupus, which affects up to 2 million Americans and has no known cure. 
 
ñVitamin D could be beneficial to lupus patients and people who are at increased risk of developing the disease, such as 
their family members,ò said James, who holds the Lou C. Kerr Endowed Chair in Biomedical Research at OMRF. ñWith 
vitamin D supplements, doctors might be able to reduce the chances of an óautoimmuneô attack,ò which occurs when the 
body mistakes its own tissue for foreign invaders. James and Cole presented their findings at the annual Federation of 
Clinical Immunology Societies Conference in Boston. ñResearchers had previously linked vitamin D deficiency with 
autoimmune diseases like lupus,ò Cole said. ñWhat we found is that in both lupus patients and healthy individuals, low 
levels of vitamin D correlated with increased autoantibodiesòðproteins that attack the bodyôs own tissue. 
 
Lupus is a chronic autoimmune disease in which the bodyôs immune system turns its defenses against itself. It can affect 
any part of the body, but it most commonly attacks the skin, joints, blood and kidneys.  ñBy boosting vitamin D levels, 
weôd hope to see a drop in autoantibodies,ò Cole said. Sunlight serves as the primary source of vitamin D, which is 
formed when the skin is exposed to ultraviolet B radiation. But because skin sensitivity to light is a symptom of lupus, 
James said, patients would likely need supplements to keep their vitamin D levels up. 

 

OMRF researchers link vitamin D 
deficiency with lupus  

http://arthritis.about.com/od/lupus/
http://jrheum.org/content/36/11/2470.abstract
http://arthritis.about.com/b/2009/11/22/the-effect-of-lupus-on-employment.htm
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 Making Lemonade (continued from pg. 1) 

Since being diagnosed with Lyme disease, I have always tried to 

remain optimistic and hopeful, although at times this is very diffi-

cult. One of the many difficulties of living with Lyme disease is that 

it is not a well understood or accepted disease. The medical com-

munity is at odds over how to diagnose and treat it properly and 

we, the patients, are stuck in the middle - finding it difficult to ob-

tain a diagnosis, traveling hundreds of miles to see a knowledge-

able doctor, and struggling to get insurance approval for proper 

treatment, which is an all too common occurrence among Lyme 

patients. 

 

And, since it is not well understood in the medical community, there is little hope for society as a whole 

to understand it, especially since it is an "invisible illness". Those of us with invisible illnesses do not 

reflect on the outside how we feel on the inside and we just look too good to be sick! Niki, a teenager liv-

ing with Lyme disease, said, "I've had to fight to get people to understand that even if I have a smile on 

my face, some days I still feel [horrible] on the inside." And I know that all of us with invisible illnesses 

have heard the dreaded but well-meaning words, "But you LOOK good." 

 

This leads to other frustrations and ignorance of chronic Lyme disease. When someone says they have 

cancer, for example, there's a general understanding of what that means and, even if they don't look 

sick on the outside, people know there is an internal battle being fought. But, when I tell someone I 

have Lyme disease, the understanding is simply not there. And when I throw in the fact that I've been 

battling it for almost 8 years, the general response is, "Oh, you're better now though, right?" There 

seems to be no frame of reference for someone dealing with Lyme disease long-term.  

 

It is difficult to live with a chronic illness and not know for sure if things will go up or down tomorrow. 

Deb, a mother and grandmother with Lyme disease, said, "I've had friends who have had cancer - some 

have died, some have recovered and resumed very active lives, whereas we simply seem to exist in 

limbo..."  

 

When one is faced with an incurable or chronic illness, it is often difficult to believe that healing is pos-

sible and it often feels like hope is slowly draining away. But even in these situations, there are opportu-

nities for positive things to happen. In "The Nature of Healing", Ruth Rudner writes, "Healing. The dic-

tionary says it means 'to make sound; to cure of disease or affliction.' Yet, even where curing cannot 

happen, healing is possible. The aching heart can become whole.ò  In this frame of reference, healing is 

not about the physical body, but about the spirit, the soul. I have recently been taking time to meditate 

everyday. This is now becoming a source of hope for me, hope that even in the midst of feeling horrible 

physically, I can find some mental and spiritual calm.  

                                                                                                                                            (continued on page 14) 
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Itôs time to collect your pennies and our sock 

purse is a great reminder to keep your pennies 

in one place and send them into us during our 

awareness month in May.  Keep watching 

your newsletter for some great events we have 

planned for awareness month! 

In our attempt to  

actually reach the  

physicians, we are  

personalizing the  

addressing of our  

envelopes.  If you 

have some extra time 

and consider your 

handwriting legible, 

then give us a call.  

We are petitioning all  

rheumatologist and  

internal medicine doctors to join our organization 

and we need to be sure that these letters actually 

reach the physicians and do not stop at the support 

staff.  Call us and let us know if you can help ad-

dress envelopes and we will get you the supplies! 

�i �� Pensacola Golf Tournament in 

March  

�i �� Lifesaver Walk and Craft Show 

in April  

�i �� Radio Request a Thon in May 

�i �� Awareness Luncheon in May 

�i �� Brewton Golf Tournament in 

September 

�i �� Mask Ball in October 

�i �� Networking Meeting in October 

�i �� Homemade Christmas Cookies 

and Stocking Raffle in December 

 

If you would like more information 

on any of these planned events for 

2010, please give us a call!  We are 

always looking for volunteers to 

help make these events successful.  

 

 


