A Patient’s Journey

Living with Cutaneous Lymphoma

“You are not your disease - it does not define you. Live life to the fullest possible - we only get one ride, let's make the most of it!”

SusanT.
Mycosis Fungoides - IIB Number of Doctors Seen

Iwas an outlier, given my age (31) and gender (female), for the diagnosis of mycosis fungoides. Fortunately,
after seeing several dermatologists over a few years, | was referred to a specialist, Dr. Eric Vonderheid, who ) .
diagnosed me in 1991. 1 didn’t redlize it then, but he was one of the global experts in cutaneous lymphoma. Pre dIOgnOSIS
He didn’t anticipate that my early-stage disease would progress, but through the next several years, my MF
progressed to tumor stage, with limited options for freatments at that time.

By spring 1998, | had tumors covering my body from head to toe, and the option recommended was a stem Post di .
cell fransplant. To get the disease into remission and prep for the transplant, | underwent three months of Ost alagnosis
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targeted electron beam radiation. My skin cleared, and there was no disease presentin my body - cancel-

ing the need for the transplant. Interferon injections were initiated for the following few years with rounds

of targeted electron beam radiation to eliminate tumors that popped up from time to time.
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| celebrated my 40th birthday with a huge party and ran my first friathlon in 2001, raising money for cancerresearch. | continued to be freated
by Dr. Vonderheid until his retirement in 2008, when | was referred to Dr. Stuart Lessin, who infroduced me to the CL Foundation. | joined the
Board in 2008 and joined the staff in 2011, taking over the CEO role in 2012. It's been quite ajourney. | never thought | would be here doing
this work for all people living with cutaneous lymphoma. I'm honored and grateful for the path that brought me here.
Treatments and Clinical Trials
I’'m more than my disease... Treatments Clinical Trials
When | was diagnosed, | became interested in holistic health, taking classes and learning about healthy eating, cooking, and many other . PUVA 1991 - 1993 None
modadlities to keep myself healthy. That has been a parallel journey for me over all these years. | also am proud to have completed 17 triath-
lons and one 1/2 Ironman triathlon, personally raising over $25,000 for cancer research. | love the work | have the privilege of doing, bringing . Topical nifrogen mustard (powder) 1994 - 1998
the voice of our cutaneous lymphoma community to others around the globe. When I'm not traveling now, I'm happy to be home, enjoy-
) A ) . B Bexarotene 1997 - 1997
ing the culture and activities in Philadelphia, and supporting my 88 y/o mom and 89 y/o aunt.
M interferon 1998 - 2010
B Targeted Electron Beam Radiation 1998 - 2023
UVB 2000 - 2005
[l Topical steroids 2000 - 2023
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It began as early-stage 1A with a slight rash around my waist, progressed to tumor stage within a é-year timeframe, targeted electron beam radiation and follow-up with interferon (intfron A) injections cleared my disease for two years, subsequent rounds of
targeted electron beam and interferon for the next ten years. Relatively disease-free with limited patches until 2023 radiation to the left foot. | found a CL specialists early on at diagnosis in 1991 which made all the difference to my outcomes.



