
Dear Gillian, 

 It’s liberating to have a reason to take a pause in life and write about my journey 

with MS. I of course have wanted to write about it but somehow never let myself, or 

perhaps I am just constantly distracted with the barrage of life and living. I also don’t 

think I have much to add to the topic of MS; millions around the world live day to day with 

this illness and have probably experienced similar steps so my words and thoughts are not 

unique. But here I write because you have asked and I feel that it’s good to pause. It’s 

cathartic. It’s healthy. It’s something I should have done sooner! 

 My tale of MS has changed over the last three years since my diagnosis On Friday, 

May 13th, 2011. During that first year when I told friends, co-workers, and acquaintances 

that I had MS the first thing they say is, “Oh, I’m sorry”, which would lead to me telling 

them how I was diagnosed, i.e. the story of the ER visit, the heart-wrenching visit to the 

neurologist, and the flare I had one year later. Today... well, today is a different story, and 

it makes me smile. Now when I tell people I have MS I say it with pride, joy, and less fear 

than I had three years ago. MS has been a savior to me and I’ll tell you how it’s rallied my 

spirit, led me down a path of health, and completely changed the way I see life and living. 

For me this is not a tale of woe and suffering, although it saddens me to know that others 

suffer. Instead I feel re-created and energized to live. Let me share. 

 I have a terrible long-term memory. Even prior to being diagnosed with MS I didn’t 

remember things well. Despite having this incredible ability to cram piles of information 

into my brain and then spit it out for an exam, which occurred while I was studying for my 

master’s in nursing, I have difficulty remembering events in my childhood that my 

younger sister has no problems recalling. Despite this, the day I was diagnosed with MS in 

my employer’s emergency department will forever be etched into my brain. I already knew 

my diagnosis. As a family nurse practitioner I had cared for patients with MS and knew the 

signs and symptoms of MS. In fact, in nursing school I remember learning about MS and 

thinking to myself, “Wow, I would hate to get that disease!”. The MRI confirmed my self-

diagnosis. The Emergency Department physician merely said, “I’m sorry” and walked away. 

I remember the denial of my parents, the fear of my little sister, and the strange place I 

entered; a knowledgeable disbelief. I questioned the diagnosis, hoping it was something 

else. One CT and lumbar puncture later the diagnosis was confirmed. Of course, I was 

extremely lucky. Working in healthcare I was able to have labs and procedures expedited 

to give me the inevitable news.  

 Then, life was a blur. Or, at least in my mind it was. I had just broken up with a 



long-term relationship and had met an incredible man, Kevin, who was infusing life and 

vitality into me even before my diagnosis. Telling him broke my heart; I figured MS would 

end our relationship. I couldn’t have been more mistaken; our connection was our strength 

and the disease solidified our love and devotion to one another. Instead we quit our jobs 

and left for South America for five months. It was perfect. At the time I was thinking, 

“Better do it now before I’m not able to walk”. Such fear I had! So Kevin and I purchased 

large backpacks, packed a few shirts, shorts, and bathingsuits, and left for our journey. My 

parents were horrified; freshly-diagnosed with a new disease and armed with only with my 

hand-held cooler full of my daily injections, they couldn’t think of anything worse for me 

than my self-imposed exile to a 3rd world oven. Their fear was palpable and almost 

contagious, and I understood their fears and loved them more for it. But I needed to go to 

understand myself, my MS, and to grapple with both these things.  

 I kept a journal during our trip through South America. It’s funny; I haven’t opened 

it yet. I’m not sure why but I believe it may be because I’m waiting for the right time. The 

pages are filled with self-pity, fear, and day-to-day adventures. Kevin and I worked on our 

relationship as we travelled. Oh the beauty we saw! Some of these things I will never 

forget! And if I hadn’t been diagnosed with MS I may have not seen these things; the sun 

setting over the pacific in Costa Rica, the taste of freshly ground coffee in Nicaragua, 

ceviche in Panama city, the stunning San Blas islands off the coast of Colombia, and Machu 

Pichu and the Sacred Valley of Peru. So many exquisite places we visited. Our journey 

wasn’t without episodes of near misses. Kevin once swam out beyond the breakers at a 

beach town in Costa Rica and spent almost 30 minutes trying to swim back. If he hadn’t 

been a swimmer in high school I would have lost him to the deep blue seas of the Pacific. 

We got lost while hiking the jungles of Colombia. I won’t tell you how many poisonous 

spiders and snakes there are in Colombia, but for 10 hours we were in a state not many 

people experience in their lives; a place where fear is suddenly overshadowed by a 

desperate and raw need to survive. Our journey “Was a rollercoaster”, we told each other, 

and that we had buckled in together to ride life as one.  And yes, for me it was an 

emotional rollercoaster. I remember writing in my journal that I wanted to overcome my 

fear of MS by the end of the trip. I didn’t, but I traveled emotional pinnacles and depths, 

and fortunately I only remember the pinnacles (perhaps I haven’t read the journal because 

it will remind me of the depths...), which continue to sustain me. 

 This year I started following a new path. I embarked on a new eating and life plan. 

Although I have been struggling with chronic strep throat since October, I have been 



feeling healthier and happier than I have in the last three years. I believe it’s because I 

learned that there is more I can do for my health than just taking my medication and 

staying physically active. Meditation, self-reflection, positive affect, and diet changes can 

also assist me on my journey with MS. Prior to MS I lived like algae, floating on the top of 

life, not feeling the depth and breadth of experience. It’s strange, I know it is, but I feel as 

if MS is an old friend, one who is wise and benevolent, who is holding my hand and 

leading me down a road many others have crossed, showing me how to live. I’m now here! 

I breathe, I experience, I pause. I’m trying to reflect more (as evidenced by this writing!!). 

This is not to say that when I do have symptoms I don’t stop. But instead of stopping and 

letting fear uncurl from my belly and possess my mind I say, “Hello old friend. I see you. 

I’ll pause and listen.” 

 My journey is new and this path is only beginning to unfold for me and MS. I won’t 

take “I’m sorry” from people. Instead I tell them of the wisdom I’ve garnered from MS. I 

know we have many more miles to cross together and the miles will be hilly and rough. 

But so isn’t life and living. And now I’m here, living it. Breathing. Smiling. 

 Liz 


