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Good afternoon, distinguished guests, ladies and gentlemen. I am honored to be
attending TTS this year as a survivor of renal failure and a kidney transplant.

Before I begin, I want to thank each of you personally for being here and for being
engaged in these conversations. What you do each and everyday matters to families
like mine. It is deeply personal.

I come from a family of women who are genetically predisposed to have polycystic
kidney disease. I have lived through two generations of transplants, starting in 1986
when my mother received her transplant. Two decades later, I had mine in 2008,
and nine years after me, my sister had hers in 2017. My niece will likely need a
treatment option in the next couple of decades, and it’s highly probable one of her 3
children will too.

Like I said, this is personal for me.

So when TTS asked me to speak about Work, Life and Sex after Transplant, I
thought, “Really? Sex?” But then I jumped at the chance because how else can we
expect to make significant changes in the care of transplant recipients if we aren’t
talking about the issues that they will face AFTER the transplant?

When someone needs treatment, it's easy to focus solely on how to treat the
problem. But we rarely think about what happens next, the ways in which a
transplant will not only extend your life, but the myriad ways in which it will alter all
aspects of your life.

As a 15-year transplant survivor and ardent patient advocate, I am honored to be a
part of that change, which may begin in this room, right now, and could positively
shift the way we train medical staff to care for all transplant recipients, especially
female patients.

Which brings me to the 1st topic of work:

I have had a great career as a Technology Leader for over 35 years before I semi-
retired in 2022. Before the age of 20, I was already anticipating a future of huge
medical bills so I often worked 2 jobs to save enough money “just in case.” In some
ways post-transplant, I still felt that guilt of needing to “earn my kidney” and
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continued to show it by working extra hard, saving for the day when my donated
kidney would inevitably fail.

Now in terms of dating and sex, I was married for 8 years before my transplant. As
my kidneys began to fail, I had barely enough energy to go to work, so sex basically
stopped. I was very self-conscious of the halitosis so kissing basically stopped too.
My husband had a hard time dealing with my declining health and we divorced a
year before my transplant. That's right, HE had a hard time with it. Thankfully my
transplant outlasted him.

So I stand before you not just as a survivor, but as a better version of myself than I
could ever have imagined... with some caveats.

You see, the road to get where I am now was extremely bumpy but didn't have to
be. Let me explain.

As a woman who is intimately familiar with the healthcare systems in both Canada
and the US, I feel extremely qualified to speak about the treatment of female
patients, which can be condescending and uncomfortable. As you can imagine, the
process of kidney failure is bad enough. But throw in the casual nonchalance of a
well-meaning but checked-out medical professional, and instead of feeling more
secure and comfortable, I felt unseen, unrecognized, unheard and misunderstood.

Since I was diagnosed at age 19, I have predominantly seen a male nephrologist. As
a female with renal failure, the focus over the years tends to be on my lab results.
On many occasions, I have been talked down to... rarely have I been asked
questions. I'm now four decades into my diagnosis, and I can count on two hands
the number of times a doctor has made sustained eye contact with me.

Oddly I thought this was the standard of healthcare because I had no frame of
reference to the contrary. If someone is not willing or comfortable enough to make
eye contact with me, how comfortable do you think I feel asking about sensitive
health issues like menstruation or my sexual health?
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With that, let’s step back to when I received my transplant in 2008. I was on a
cocktail of Prograf, CellCept and Prednisone...

...on the rocks
...no salt rim

I had been told about side effects but frankly, I was so focused on recovering from
my surgery and getting on the lowest doses possible that I hardly heard them. Sure,
there were physical signs — like hand tremors, excessive hair growth and the
notorious moon face — but I had no idea what was lurking in the background.

Fast forward 10 years to 2018, when I started having abnormal pap smears. I
underwent 2 LEEP procedures 6 months apart to remove HPV dysplasia from my
cervix. Let me describe what the process feels like: imagine taking a set of tweezers
and pinching your genitals repeatedly. It is painful, physically and psychologically.
Sitting at my desk job the following week was deeply uncomfortable, PAINFUL....but
I had so many transplant-related appointments, I could not afford to take days off
to recover.

This is what work was like post-transplant for me. I prayed not to get sick, and for
the pain of my vaginal procedures to be bearable enough that I could work at my
desk. Sick days did not exist so I either used my vacation days or worked extra
hours unpaid to have time for all of my medical appointments.

Then, in 2019, the dysplasia returned, only this time it also spread to my colon. I
was advised I needed a joint vaginal and anal surgery. Oh, and there was also a
recommendation for a full hysterectomy. They wanted to remove my entire uterus!!!
Naturally, I was terrified and I asked if there were other options.

The answer from my team was a curt “no.”
Instead, my medical teams questioned my sexual practices, implying that my sex life
was the root cause for the cancerous return. I cannot stress to you how humiliating

this was --- especially when I hadn't dated in years.

As a side bar, I can tell you that most men are not keen to date a woman with a
chronic illness, let alone when you tell them you have had cervical cancer.
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You may not know me, so maybe this doesn't feel personal for you. But imagine that
your mother, sister, wife or daughter has survived a transplant AND several
uncomfortable cervical procedures ... and still her cancer returns. In that time of
great worry, would you be okay with her sex life being called into question?

However, through this process, a curious thing happened. The less my practitioners
listened to me, the louder my inner voice became and the more I listened to myself
until someone else heard me.

In 2020 when COVID was rampant, my gynecology care became a lower priority for
a year and a half. Then, in early 2021, I was told I needed another surgery. This
time, I was the one who said “no.” By then, I had sought out other expert opinions
and they confirmed what I believed - CellCept was the main cause of my HPV and
cervical cancer. I gathered my siloed team — GP, nephrologist, ob/gyn, anal
surgeon, infectious disease, therapist — and told them I wanted to get off CellCept.

I would do my part and quit my job, get labs whenever they wanted and focus
simply on healing. It was risky and most did not agree, but I persisted, and they
LISTENED. Six months later, no signs of HPV were present much to their disbelief.
Three YEARS later, there are still no signs.

Since then, my kidney function remains stable on my 2 ingredient cocktail of Prograf
and Prednisone,

still on the rocks,
still no salt rim

Listening to my inner voice and advocating for my own life saved me from a
hysterectomy and quite possibly from dying...from the side effect of an
immunosuppressant.

I endured years of unnecessary invasive procedures and surgeries along with

expensive medical bills to convince my medical team that there was another root
cause and a solution.
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There are numerous studies that highlight the CellCept HPV and cancer risk by
Yusuf, Shae, Kempen to name a few. Yet I know MANY women today who still
undergo repeated LEEP procedures, or had hysterectomies because rather than
being proactive, their transplant teams tell them to see their ob/gyn because
(quote) “HPV is not transplant-specific.”

So this brings us to where I am today.

Well, as you know, I quit my job two years ago to focus on my health, which led me
to move to Costa Rica. Since then, I have focused on consulting projects that inspire
me and ignite my passion for patient advocacy and true integrative healthcare.

I'm not only alive, but I am thriving. I feel called to live a purpose-filled life and to
be in spaces like this one in order to create change for patients and practitioners
alike.

As for dating and sex, I will be honest - it is still not easy. As the years of my
transplant increase so does my mortality, which is a concern for men I meet. One
study by Glantz saw a higher rate of women with serious illnesses being abandoned
because men are less likely to take on the caregiver role. Personally, I feel how to
navigate a chronic illness as a single woman is not talked about enough - yet should
be.

In fact, when I packed up my life, sold my house in California and moved to Costa
Rica, many people thought I was crazy. With my health concerns, it seemed risky to
move to what some call a 3" world country.

But you know what? In Costa Rica, I have had the best health care to date.
Do you want to know why?

I see far fewer and more integrated healthcare practitioners, reducing the amount
of coordination I have to do as a patient. Each specialist I see spends at least 15-20
minutes LISTENING to me. They want to know about my life, what makes me
happy, how my Spanish is coming along, how my mental health is, what concerns
me. They maintain eye contact and do not open a computer or lab result file until
we have this conversation. When they actively listen to me, I feel like a person. I
feel validated. I feel seen. I feel like I'm an active member in my own care.
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This is a secret to my wellness, and I believe it is also a secret you can use to
improve your practice and your patients’ lives after their transplants. Whether you
ask and listen about their personal and family life, work, hobbies, menstrual and
sexual health, mental health... you can help normalize the conversations -- especially
around those hard to talk about subjects. You can help them achieve a happier life
post-transplant by hearing their concerns and validating their humanity.

I'll say it again: Listen. Actively listen to your patients. Make them feel heard and
understood. It is as powerful as a drug, and it will be a game changer for both of
you. I know you also will have more compliant and thriving patients. You will
actually attract more raving reviews.

You have the ability to LEAD and BE the change we need in healthcare.

I will be at the Women In Transplantation 15" Anniversary Celebration Happy Hour
this evening and I hope to see you there so we can continue this conversation

perhaps with a cocktail
...on the rocks

...no salt rim

THANK YOU FOR LISTENING!

The Transplant Society Congress Istanbul Turkey October 4, 2024 Page 6



Work, Life & Sex After Transplant

Louise Lerminiaux Wellness Consulting LRL

References:

Hirunsatitpron P, Hanprasertpong N, Noppakun K, Pruksakorn D, Teekachunhatean S, Koonrungsesomboon N.
Mycophenolic acid and cancer risk in solid organ transplant recipients: Systematic review and meta-analysis.
BrJ Clin Pharmacol. 2022 Feb;88(2):476-489. doi: 10.1111/bcp.14979. Epub 2021 Jul 29. PMID: 34240462.

Kempen JH, Gangaputra S, Daniel E, Levy-Clarke GA, Nussenblatt RB, Rosenbaum JT, Suhler EB, Thorne JE,
Foster CS, Jabs DA, Helzlsouer KJ. Long-term risk of malignancy among patients treated with
immunosuppressive agents for ocular inflammation: a critical assessment of the evidence. Am J Ophthalmol.
2008 Dec;146(6):802-12.el. doi: 10.1016/.aj0.2008.04.035. Epub 2008 Jun 25. PMID: 18579112; PMCID:
PMC2614443.

Yusuf, Sarahl; Bheemreddy, Himajal; Ahmed, Imtiaz2; Krishnan, Nithya3. MYCOPHENOLATE MOFETIL AND
THE INCIDENCE OF SKIN CANCER IN KIDNEY TRANSPLANT RECIPIENTS. Transplantation 104(S3):p S603,
September 2020. | DOI: 10.1097/01.tp.0000701840.27528.d5

E.X. Shao, B. Betz-Stablein, L. Marquat, S. Campbell, N. Isbel, A.C. Green, E.l. Plasmeijer,

Higher mycophenolate dosage is associated with an increased risk of squamous cell carcinoma in kidney
transplant recipients, Transplant Immunology, Volume 75, 2022,101698,ISSN 0966-
3274,https://doi.org/10.1016/].trim.2022.101698.

Seoyoung C Kim, Sarah Feldman, Anna-Barbara Moscicki, Risk of human papillomavirus infection in women
with rheumatic disease: cervical cancer screening and prevention, Rheumatology, Volume 57, Issue suppl_5,
July 2018, Pages v26—-v33, https://doi.org/10.1093/rheumatology/kex523

Huguet N, Angier H, Hoopes MJ, Marino M, Heintzman J, Schmidt T, DeVoe JE. Prevalence of Pre-existing
Conditions Among Community Health Center Patients Before and After the Affordable Care Act. ] Am Board
Fam Med. 2019 Nov-Dec;32(6):883-889. doi: 10.3122/jabfm.2019.06.190087. PMID: 31704757; PMCID:
PMC7001872.

Karraker A, Latham K. In Sickness and in Health? Physical lliness as a Risk Factor for Marital Dissolution in
Later Life. ) Health Soc Behav. 2015 Sep;56(3):420-35. doi: 10.1177/0022146515596354. PMID: 26315504;
PMCID: PM(C4857885.

Glantz MJ, Chamberlain MC, Liu Q, Hsieh CC, Edwards KR, Van Horn A, Recht L. Gender disparity in the rate of
partner abandonment in patients with serious medical illness. Cancer. 2009 Nov 15;115(22):5237-42. doi:
10.1002/cncr.24577. PMID: 19645027.

The Transplant Society Congress Istanbul Turkey October 4, 2024 Page 7



