{SSTAY3 {KSEUSNI AY | Aa
and Fighting Amyloidosis

Andrea Barshay Williams



Greetings!

God puta desireon my heart to capture the last several yeafsny lifeand all
that it encompasseé on paper. When the spirit within you moves theocess
flows, and the result one would hopeill be productive.Who will | offerthis
projectto | wondered? It became clearer as time moved forwartiere are
three audiencesisted below that I think this writing may serv8q if you are
choosing to continue on and take this journégincerely wish that your
investment in time proves to be a blessifigne journey of life is comprisexd a
web of obstacles, learningpportunities,and growth in the following areas:
physical, psychological, emotional, social and most importantly spiritual.
Amyloidosis and my writing about it has certainly affected each of these areas in
my life.

1- To my family and friend$ was very dateful for the many people who
stood with me in whatever capacitgome from the inception of my
hematology problemsothers just catching wind of my issues at the
transplant stage. | hope that readingy story wil capturethe lessons
learned in my jourmy andthat it will draw us even closeaas friends and
family while emphasizinggomething | never thought possibkbat you can
grow even in the belly of the whale.

2- To fellow patients and caretakerswantto have something tangible to
offer others whoare andwill be diagnosed with my disease, or a related
blood disorder or go through a stem cell transpla®itk people seek to find
good doctors; being a strong productive patient is very important as well.
hope this personal story instills hopencauragement, a little bit of
wisdom, and practical advice for those patients reading it.

3- To medical professionalBhe finalpurpose may be a fantasy but if said
illusion ever materializes | want to make sure | am ready. | am so grateful
that my disease wasistovered early and it almost was not. When you read
the story you will understand how the big picture was missed repeatedly.
The difference between a late and early diagnosis with Amyloidosis is




literally life and death. In an effort to help more doctdrs attuned to this

fact andmore apt to think about amyloidosis and concomitantly act ar it

gAff 2FFSNI GKSY {SS{Ay3a {KSTtGSNI Ay K
Amyloidosis.

If after havingread ths story, youhave any further suggestiomsto how this
writing could be used in a productive mannptease share your ideas with me. |
remain very open to any potential positive uses that this story can generate.

It is the sincere hope of my heart that you will be unable to separate my story
from the inextricable ra my faith played in it. Mangave remarked upon
hearing what | have gone through thiedmstrong. | am not. Many have sdiaht

| amcourageous. | am not. Whatever strength and courageny part you may
senses simply a functionfamy getting out of the way and allowing my faith to
sustain me.

None of us know what the next chapter of our lives hold. This becomes too real
when you live with an incurable disorddihe future becomes just a bit different
when you know the name of thedversary gunning to steal your life aaldo

after youhave done battle with him up close and persorait whatever lies

ahead | hope you will stand with me and pray that God gives me the courage,
grace and strength to not only face it but to help oth@long the way. The

depths of my soul and spirit wants nothing more than to pay forward all | have
been given and all | hawexperienced.

Blessings
Andrea

A.K.A. #TeamAndie



This book is dedicated to the handsomesin in all the land

This book is in memory of Ma and Pa Webster. Two every day
Christian people who were obedient to the leading of God in their life and
who loved a broken women into wholeness. Without them there would be

no story to tell.

This book isvritten with the hopeful spit and purpose that others
will achieve early diagnosand treatmentfor Amyloidosis.

Psalm 27
| am still confident of this:

| will see the goodness of the Lord in the land of the living.

And | did. | really did.
AndieB.



Gratitude

How do you begito say thank you to the many peopléno supported and

prayed you through one of the most fidult times you could imgine? This

seems an even largéask than the stem cell transplant | went througftiere are
some who werein mycornerand whose namesR2 y Qi S @Stife wbrgd 2 ¢ @
spread people took my cause to their local church and laid me on the altar for the
prayer warriors. There aregople who continue to care and want the best foe.
People who may not hee known what o say but vere cheering for mall the
wayanyway | would hope that the way | will live my lidad try to pay it forward

will offer the greatest deigee of thanks. | will tryo acknowledge you guysith a
collective thank you and some spgcshout ous:

The Casteleiros mi familia por veinte y siete anos, The Otways and Alarm
Ministires the2 A t { aldn,akQvho held my handh her reartand never
missedone minute of eachupswingnor one minute oeachdownturn from 1500
miles away (if they charged for texting we would be bankrupt),Jenkins siblings
especiall}C I G K S NJ . AChurcQ Bindad( Wwho jarapedirQio love ahpray)
and Erik Sampsaand their churchmi amiga Guiomar, Uncle Willie BaydaVs.
Claudette, Anne my favorite nurse and wedding planner. No@dh® texted me
to check every dgyand Larry, MarcyMarshaand the girls The Lighthouse
Church yes that means you Johnie, Garland, Eric andHKaily MGUS pal
Francesand brother Mile G, my Smoldering bud and mentor Damay amyloid
mentors Kathy, Kim, Joanne and Barlaara[ | A f myCNBA pal2_&ezcousin
Karen cousin Abbe and Shellypusirs Carolyn, Meechie and Lynkljni-
Kitchensmy brother in law Kippy Bofpenise and Bealiinda from South Miami,
the whole Racki familyrian, LidiaTiffaniand Lisa and all my adult Kids friends
from Kids Steve and Genn&esleyCharleneAznakBurnie, Jimmy and Claudia
Cool, Mr. and MrsCromer, Sequim Carolyand her faithful letteran the spirit of
Mom Buck@and Harlan the Hines Mumfordand Graves familEric the master



Christiarkitchen constructerEric the condo maintenance guy, some of our condo
neighborsall the Barshay cousinklichael and Jackie Mumford their chur@nd
everyone in Valdstawho joined in for prayerDrs. Hoffman, Pereira, Wolinsky,
SandyPyleand GreenbaumlJ. of M. transplant nursing tearithe UPS Store in
Weston,Christine and Paullen my hairdresser who cut off all my hair with grace,
love and mercyBeth the money ladyDesouza and Aly&G Mitch and Debbie,

and all my new and old Facebook buddies who folloaed rooted forme

faithfully!

No one helped me more than the guy who never missed any of my doctor
appointments who thought | wastill pretty when | wadald, who washed away

my terror with laughter, who after countless hours of listening about a disease
that is super hard to understandrewonlyto understand it simply because of

the love he had in his heart for the person who had it, who arasis my

caretaker, loverfriend and husbandHe is the person who celebrated and

cheered with me, consoled me in the dark moments, and kicked me in the butt
when | wanted to run. In short when | dipped he dipped. | want to spend the rest
of my life tyingto repay him. ST2NB GKA A& ¢K2t S &thiml L
more. | was wrong.

It absolutely took a village.

G f
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CHAPTER 1 Could | Really'batSickand Still Feel Ok&y

| am grateful to tell the story of my journey in and through the world of

hematologyand blood dyscrasisaAs | read the plight of so many of my

comrades withamyloidosisti 2 0SS G NHzO K¥FdzZ = L KIS | 0A
been blessed and guided the manner that | wasr not had a really dedicated

physician pgattention to my subtle signs and symptonthen perhaps my story

would have taken a muamore dark and negative coursdopefully | wilbe a

case study or model of hopefulnesdtesting to the merits of early detection and
diagnosisThough | will walk you through the journey, please take care to listen

for the insights learned along the wdgr | believethat there is much learning

herefor both physician and patient.

Although | am 63 years old at the time of the telling of this story Jek storyof
my book started in 2012 when | was a young lass of B&d beera Christian for
many yars. My mind had never changed about my spiritual beliefs but my faith
had grown cold from lack of usehope no one will be offended when | say | was
not particulaty fond of doctors and chose to have as little to do with them as
possibleinsteadsubscibing to an organic diet, regular exercesed managing
severalchronic conditions through lots and lots of supplements. The baggage |
learned to carry every day was chronic Epstein Barr Virus, a multitude of
orthopedic issueq] was a former distance aléte in years gone by and had the
injuries to bear witness to thatteliac diseaseand other multiple food allergies,
as well as bowel issuesESSON #1 There is a time for supplements and
prevention. There is a time to fight disease with medicine. Knibw difference

None of this stopped me from swimming laps for an hour and running three social
service programs single handedly. | required a lot of maintenance to keep going
but my compulsive personality lefiself to developinghe necessargtructure to
keepingmy problems at bay and functioning well. | had an older doctor nearing
retirement who was very passiveever ran any lalwork unless | requested it and
nevergot very involved with melinically The mainstay of our relationship was



that he wrotenotes tohave me excused frommurricane duty. As a countyorker
| was requiredo work extensive shifts in a cristsut wasunable to because of
my nightlyneed for 10 to 11 hours of slegpgid dietary needs and bowel
problems. My relatiaship with this doctoror so | thoughtt the time was just
perfect

The first perfecstorm occurred in October of®12 when my doctor suddenly
retired and left his patients hanging in the wind with no referfidlis also

coincided with the last vacatiol would take for some timavheren | felt very

unwell and could not keep up with my husband. We decided | would see his
doctor when we returned home. His doctor was very thorough and rigid, the
former turning out to be my first mirac)¢éhe latera problem as this MD wagot
compatible with myat that time physician/ patient world view. This doctor
insisted on running extensive labs. | had probably not had a CBC for 5 to .7 years
The results came back all out of whack and it was agreed thak ptudably been
fighting some type of virus. Several weeks later as | was feeling better the next set
of labs had corrected themselves with one glaring exceptipnurine protein

was still elevated. At that point | had already decided to look for a dachar

was a little less controlling. | found a doctor in my neighborhood who seemed
more flexible and to my liking. SHead nme redothe labs as it was now several
months later Again perfect labs with only one deviance; the urine tested positive
for protein. She was extremely puzzled as my other kidney mar&R and
creatinine were excellent. | was of normal weight, normal blpmassure no signs

of diabetes, so in essence there were no risk factors for kidney problems. She
began to suggest a visit ton@phrologist. Not really believing | had any kidney
problems (man | drank a half gallon of bottled water daily), | tried to buy some
time and convinced her to run the test in several months one more time. When
the testcame back psitive for protein | kaw it was timeto go.

My husbanchadsome mild kidney issues so | agtnok a referral from him and

went to his nephrologist. A low key guy this doctor was puzzled as well. His
summary speech went like thid\e maynever know why you are testing high, or
you could have had an insult thatildly damagedyour kidneys or this could be

the beginning sign obne of5 dread diseases. | will run teétfie told me When |
returned he told me | was fine and since the piatevasless than 100@e would
monitor me every 6 months. Relieved to be okay | glanced at the labs superficially



before just filing them away. It was not until much later in the game that | would

go back and review thee labs and see that there was adl aregularity that

should have prompted further testing. Instead he buried the lab work in my folder

and either ignored or missed the results that would eventually rock my world.

Lessor#2 Review your labs and confront your doctor directly with anythititat

is not in the normarange. 6 L R2y Qi (y2¢ ¢Keé L yS3atSod
I Oldzr ffe& Yé KdzaolyRQa R2O00U2NJ KIR 0 dzNA SF
them and it was my diligence to review them thiavealedhe had cancer in

2003).But not knowing this at the time | continued to sélee same nephrologist

Had | just stayed put with this guy euld have continued to test my urine

protein andbecause there would be an absence of other sigetaymy

hematology diagnosis by years.

However itstarted to graw at me that something was wrong withyrkidneys.

There was no progression in symptoms or protein levdtswvever, | started

feelingthat it was rot normal to be leaking proteir.neverleaked proteinbefore

andnow | was50 years old andwanted to take good care of myself and di@ni

want arything to happen to my kidneys. | thank God | yielded to those inner

stirrings and did not dismiss thenlhESSON #ay attention and honor your
FTSSEAYIAP LT a2YRPKWAUIT REEBEEEGEENMSS f N =
since we are telling the truth herédid not return to this doctoafter several

months with him.Instead of calling me to ask whiad stopped comindie sent

a letter to my primary doctor stating | had' 4tage kidney disase and was

missing in action?? Excuse me check your chart buddy the lady with great

kidney function. And when it eventually came to light that | had a blood dyscrasia

and he had missed thelltale lab | wrote him a respectful letter tmform him.

Buta N LQY 42 O2yOSNYSR | o62dzi @2dz o6dzi KI
you, failed torespondor take responsibility for hisostlyerror. Lesson # 4o not,

| say do not stay with negligent inadequate doctoidelt really angry with this

guybut guidance from the Lord coupled with the pursuit of my health enabled me

to move forward and let go of my bad feelings. No time for negativity.

This prompted me to contact my friemdho is anurse and she referred me to a
nephrologist at theCleveland fihic. In the summer of 2013 | met with the
Cleveland Clinic doctor and she told me she would do her best but might not be
able to discover the etiology of the mysterious leakingt@im | remember the



day wellFriday September 20, 201Bhe day when yourfé as you knew it no

longer ceases to b&ly plan was to run into the Cleveland Cljmieceive my lab

resultsk F @S G KS R2O0G2NJ 4SSttt YS GKIFG L gl a f
out why. Then | would dash to work and continue on. The mind of rfaars fbut

God directs the step.

When | arrived, lie doctor pulled my charup on the computerand stepped out

for a minute and curiouslywalked over to peertamy chart. Nothirg prepared

me to read Rule out Multiple Meloma with my name on the pagklultiple

Myeloma is an incurable blood canckewas traumatized in an instant and would
not return to the self | recognized for a very long time. The doctor came in and
toldme a2 3I20 &a2YS NBadzZ §a 6S 6SNByQi SELIS
problem nd a kidney probleng | had landed in another universe and no one had
even given me a passpottwas so unprepared for this news | found myself
screaming at the doctor in disbelief. | would be convicted about my behavior and
apologize many times in the furte to which she graciously understood and
accepted.

Although | have advanced degreasy first of many new words was added to my
vocabulary that dayKappa free light chains. iBmmew word haunted me and

would become amntegralword in my life determining if | was to live or dim

accordance tdhe level of thelight chairs. She gave me a referral to a

hematologist and | made my way to work in shock. | locked myselyioffice

and tried to process this news. Did | have canter?O 2 dzft Ry Qiil atK&lldS O
organicRARY Qi &aY21S 2 NJ RNJtgok &tonofivBamiiand LIN2 O S
had exercised all my lifd.could not see clients that day but started a full court
computer press to research multiple myeloma

| shared the shocking newstivimy husband and close friends. | responded

emotionally with abject terror and anxiety. The hematologist at Cleveland Clinic
O2dzt R y23 4SS YS F2NJ o Y2yiKa yR RAR Y
to push me in earliefThe level of angst and drd | was experiencing would not

allow me to wait 3 months foan appointmentwvithout serious loss of my

remaining sanity.My old reliable nursing friend found me a local hematologist

who would see me in several weekdis office was a factory for hematology

patients. | was repulsed by the patients lined up to have their fingers stuck with



no privacy and the toxic waste can overflowing. My terror increased as | walked
by the chemo wing with the masses all lined up they were giving something
away. The doctobroke down the difference between MGUSMGUS is not as
serious as myelomand myelomaHethought | had MGUS not myeloma but
could not be totally sure unless | had a bone marrow bio@i3g.the biopsy &
shouted, scared but needing to know.

In the meantime | had resumed working but found myself very preoccupied,
detached, unfocused and nervousot very good characteristics for someone in
the helping profession.started seeing a counselor. It seemed this rdcews
coupled with the stress of the many disordd was already managing was just
overwhelming and | felt myself slowly topplifgnormal workaholic | had about
12 weeks of sick time and knew | needed a break. | could not continiesalo
with a verydraining client population whilewas riddled with fear about my own
welfare. It was too much for me to carry aremain emotionally present for
those who needed md.was so out of mindll | wanted to do was research my
condition LESSONSH ake care byourself. Only you can ask for and do what
you need todo for yourselfto take good sek care Do not delegate this
responsibility to others | stopped working in early Octobef 2013and went on
a medical leavethe bone marrow biopsy was set for the end of October.

Meanwhile my husband was becoming increasingly critical. | did not realize at the

time it was difficult for him to see my norntapowerful demeanor crumpling

into a basket of tears and fears. Weried the corner when | had to come up in

his face and curse him out for judging my flailing coping sédlI& I G Q& B & I A N.
respondedwith a smile Now| understood him a little better. A bone marrow

biopsy seemed to be very invasive as | had onlyehBdoand C previouslyo other

history of surgeries or hospital admissiof®nsions were runninigighthe day of

the test and my husbandverslept and could not accompany roet got yelled at
royallywhen heeventuallyshowed up latén the R 2 O Go#ideXThe procedure

was a piece of cake.

The next 2 weeks after the bone marrow biopsy matriculated me into my PHD
programwhich includeda major inwaiting fortestresults. | was pleading with
God for my lifebut drawing closer to Him spirituallgurrendering wheever was
left of myformerly boring routine life thatseemed to have been blasted out of



hibernation. My spiritualsurrender led me to réedicate myself to my faith, the
best decision | could have made. That faith would sustain me iméwsrace |

was running.My spiritual life consisted now of cleaving to God in fear. However, |
have learned that if you hang tight with God, He is faithful to peel the layers and
bring you to deeper and better places of spiritual relationship. | lorngédxk

better in that way and | am pretty sure that counts for somethifigat was the

best | was capable of at that time.

Constant labs and other testitmgpcomesi KS KSY | G 2 fli2.TBe LI GA Syl
waiting period forresults to come in can be excruciatingly tense. Not skilled at

this the first year of my diseaskwas actually making myself sicker by tre-

resultterror | wasinflictingon my mind and bodyl was withdrawing from others

until | could get a graspn what was happening to me. | had no idea how long

that would take.The hematology patiennust develop skills to deal with the

waiting period between giving a specimen and receiving the results that

determineif you aremoving a littlecloser to life o little closer to death LESSON

#6 Accept the hole you have fallen in. Stop doing sdkfeating belaviors that

make things worse.

For an academically bright person | wasny reduced to a kindergart&hNEval

of behavior It must have taken me a fylear to realize that panjevhich seemed

to bethe innateright thing to dg was not helping me nochanging my

circumstances In fact these behaviors wereausing me taleteriorate. Upon

realizationof thisL RSGSNX¥YAYSR GKI G L O2dzZ RyQid OK
But I resolved would do everything toget out of my own wayFrom that point

forward, | realistically evaluatedach ofmy reactions and purposely determined

to stop the negative seltlefeding ones



CHAPTER 2 It Has a Name

In mid November the biopsy results came in. | did not have myeloma. | had
MGUSmonoclonalgammopathy of an undetermined significandegave it to me
to have such a complicated name for my conditibwias elated. The doctor gave
me a bare bones dog and pony show about the differences between MGUS and
myeloma.lt seems MGUS was a precursor state requiring no treatment just
monitoring. MGJS could or could not evolve into myelomvhich aspreviously
discusseds a blood cancerCuriously no mention was made of the smoldering
category, amyloidosis (especially since | whghd chain only case), or the three
tier risk strata for progression had achromosome 13leletionas Iwas told
whatever that was supposed to mean. | was placed on a 3 month recall and we
left the office cheering.

It was at about the samime that | enrolled in an oline MGUS Facebook support
and nformation group. These guys would educate the crap out of me and lead
me to another miraculous occurrence. | was learning so nfumim these groups
and free to askhem anythingon my bottomless list of questionand oh by the
way, did | say they were not just knowledgdalibut supportive and caringror



the next6 months | would see this same doctor. My dseanarkers stayed
stable with theonly 2 sign$ hadthat something was wrong, protein in the urine
and an elevated Kappa free light chain level. Itis sad to sayht@doctorwas
kind and pleasant but did not think it was his job to educate me about my
condition and even refused to let me tape our sessitesson #Do not mistake
a kind gentle approach for an intelligent current effective doctor. Find yourself
someone who is caringwell versed in current trendand a wellspring of
information. You deserve this; your disease demandsTitis would have
prevented me from advocating for myself hastdyed with this doctarlt is sad to
say that | was learning and growing much more from my participation in my on
line groups than with my doctor. But at this point in the ballgame | felt safe with
this doctor partly in fact since he had delivered the good news that | only had
MGUS.

It was now November and | was due back at work before Christmas. A period of
serious reflection ensued. | weighed the following factors: | was now at risk for an
incurable blood cancgmultiple myeloma)l was almost 61 years old about a

year awg from fullretirement inmy work system. still very much loved being a
therapist. | had done psychotherapy for 34 natop years and although | could

still hold a full time job down it was getting inagingly more difficult to do sd.
facedthef® (0 (GKFIG L ¢l a atz2¢fte& NHzyyAy3d 2 dz
versusarest and seHcareapproachwould make a difference in my outcome

related to progressiorBut | decided to err on the side of caution and knew

slowing down could at least gingthen my beleaguered immune system in case |
had to gear up for a fight.prayed and prayed. | had a strong peace ynheart

that retirement was the right option. In fact whenever | entertained even a brief
notion of returning to work a darkness wouddhigulf me. It felt like returning

would be going against the grain. The Holy Spirit was making my path veny clear.
had several licenses so the option teeeter the work force part time would still

be open to me. In early December with tears in my dyaformed my employer |
would retire from my beloved profession. In just 3 short months the face of my

life wore a very different profile.

My research at this point in time was focused on natural approaches to warding
off progression. Thinking about futimedications or chemotherapy is a tough
nut for anybody to swallow but for an orgarpurist it is blasphemy and



sacrilegious. My readings initially took me into the world of curcumin a natural
herb known to do many wonderful things but most importantgcdease light

chain activity in people with blood disorders. The studies said that eight grams
daily was the recommended usage for peoipleny situation That my friends is a

ton of curcumin. | could not stomach that much. Alstionalized that | wasot

sick yet so 3 to 5 grams daily seemed enough. | would save the big guns for later if
| needed it. Anyway because curcumin has poor bioavailability, it is recommended
to take the capsule immersad fat. | had to open the capsules and mix them in

oil. What they neglected to tell you is thatircumin stains everything bright

yellow. | mean bright yello@nd | mean everything*or the two years | would

take this substangemy countertops, computer devicglsands, underwear, floors
socks etc. were yellowMy grandkidscamefor a visitandwere very puzzled over

the yellow tinge they found everywhere. My good natured husband never
complained, in fact he always joked about it. Both of us beli¢hatthe yellow

stuff was possibly saving my litealso dica lot of studying abouproteolytic

enzymes followinghis protocol froma famous alternative cancer treatment

doctor. | begaringesting up to 50 enzymes daily. | took other things known to
have good effects on my condition such as green tea, B12, Vitamin K, resveratrol,
wheat grass, butyrate, and a prescription for low dose naltrexone. | had
confidence at this time that my stragjy could keep me on the positive siolemy
disease. | was to learn whastated in Lesson 1 earlidmowthe difference
betweenwhen to use greventionprotocolandwhen to implement medication

to fight diseasePrevention was not going to be ableget me all the way down

the road.

Somewhere in the spring of 2014 we hit the second perfect stditne doctor at

the hematology clinic was leaving. his place | was assigned to a doctor new to

the field of hematologya recent convert froninternal mediene. Next upon

returning from a visit to Tallahassee in April the strangest thing occubat of

my eyelids hemorrhaged and | looked like | had 2 black eyes. My husband who is

black joked with meds 2 yyQuipull the race carn meas someone will timk

you are a victim of domestic violené&Ve laughed. We thought it was funny. It
OSNIFAyte O2dzZ RyQl o6S I yeé (pkoluftdf my WA 2 dza d
eyes, coupled with blepharitiand allergies and the tremendous pollen in

Tallahassee. Wient back in May and it happened agalistill not unnerved by



this new symptom, thenread in my online information group that pearbital
purpurawhich wasdescribed as exactly what my eyelids looked like was a sign of
amyloidosis. Now | was concehd he timing of thi®n linerevelation andhe
occurrenceof the new eyelid symptomin retrospect were not coincidental they
were to me miraculous.

| had been waging war the past 8 months fighting progression to myeloma and
now | could have amyloidosis. | DID NOT WANT TO HAVE AMYLOIDQSIS.
mentaleconomy | reckoned | had my fair share of probleiog apparently |

guess had not yet reached mgeiling. | ran as fast as | could to my new
hematologist. He reassured me and told me theras a very low likelihood that
did have amyloids. He told me there were other etiologies for panbital purpura
LI NI FNRY I Yeéf 2ARahattliegmiere My re€earczinfhg QG
coming months told me amyloidosis was the only etioltayymy eye symptoms
especially in @erson withlight chainplasma problemsBut my terror and fear

and denial just wanted to hide inside the doctors uninformed raeesces.

During the next few months | had my bone marrow retedimdamyloids a
specialcardiac test looking for amyloidas well as an eyelid biopsy searching for
the same demon. All the tests were negatiVée tests howeveonly owned a

50% accurackate. The exhale of relief | breathed only lasted for a minute.

N

The hematologiskeptreassumgme | was okay. & although | was afraid to

verbalize itmy mind could not delete the file that continued to tell me there was

no other causdor my eyelidsapart from amyloids. | clung to my novice MD and
codAIdYSR KAAKSAYRAY GOSR2YBDSNYSR sKe aAK2c
RSYyAlLt o6f201SR 2dzi ¢ K Bdkinyahswarsitivas@@ dzf Ry Q {
gettingfrom my hematologistl went for consults t@ dermatologist and an
ophthalmologist. Both dismissed my eyelids as allergies telling me it was not
amyloidosis.LESSON#B2 y QiU £ 2¢ &2dzNJ FSIFNJ 42 of Ay
happening to you and knowing the truth. Nothing is worse thaaving this

disease than having it and not knowing it.

My labs continued to stay stable but other incongruences started to surface over
the questionable mastery my Iid. had of his chosen specialty. When | asked him
why | had albumin in my urine and not just benmmes protein he said | probably
had kidney damage. The nephrologist said there was no damage; | had excellent



kidney function. Later | was to learn that albumin in the urin@niassociatedign

of amyloidosis. This hematologist did not know ttiaske& him about thethree

tier risk of progressiothat all MGUS patientare evaluated onThe doctor told

me there was no such thing. Why had | read 12 jouaniatles on this topic? Why

was it common knowledge amongst all MGUS patiehts@ not understard

when | asked about havingfat pad biopsyto rule outamyloidosis(which had an

80% accuracy rate as opposed to the 50% rate of the tests | had, heneanted

to defer until | had cardiac symptoms. | was so afraid of having amyloidosis that at
that time his strategy actually made sense to mHEiklast straw was whethe

doctor began to tell me that he could not answer a lot of my sophisticated
guestions because his responses would be beyond my comprehension. But if |
was bright enough to formulatehe question why would | not be smart enough to
understandthe answér X 2 NJ I & L & eljubt@idch& knovetheNS I £ A T S
answers,

God sends us help in many forms. It is not easy to keep an open mind to
assistance that may knock on your door in a form gever anticipatedThank

you Dana Holmes for banging down my door. You were an integral piece of the
pie in saving my lifdNegotiating a serious digse also requires one tse

discretionto weigh input and advice thahay be wrong or incorrect. It seerts

be a cruel trickthat in the midst of our most stressful periods &ee alsorequired

to grow and come out of our old patterns and hiding pladdee stress of serious
disease and all the existential issues it brings has a way of causingyhis.
disilusionment was growing with my current physician. | was concerned about my
eyelids | developed a band asblutionby applying don of Vaselingo my
eyelidsdaily; thisdid not cure them but prevented me from facing the
hemorrhaging My protein and kapa light chain leveleemained steady so |

gleaned an undu&evel ofconfidence from thatand bragged to my support group
that | am light chain only. Danane of the most dedicatedndknowledgeable
soldiessin the fight against myeloma and amyloidosis a3l o6 dz2 Ay 3 Y&
fact she had the erve after listening to mdiscuss what was happening

strongly suggest | seek a better doctor. This lady is a loveaHbeilpitvho will dog

you until you take proper care of yourself. | fought her tooth and oaithe

outside but inside | slowly realized she was right.



| had no idea where | would dgo look for a better doctorWhat about the
hematologistl was first referred tat the Cleveland Cliniche had a 3 month

waiting period? called and checked into that and she was available in September
of 2014. Perfect. When the hospital sent me instructionshow to prepardor

my appointment with this doctor they neglected to tell me to wedull set of

armor. No one let orthat my gpointment would includea full fledge verbal

assault following the bomb thahe doctor would also detonateUnarmed and
unaware of what Waswalking into | came to my appointment as scheduléd.

was like a lamb being led to the slaughter.

Cold and rud from the onset she made negative remarks about having to shake
my hand. She began speaking so rapidly | could not understand her and when
askedpolitely to slow down she began to roll her eyes back in annoyanidas
wasabehavior she would continue thughoutthe entire appointment.She did

not slow her speech and seemed to care less that | could not understand her.
Although | appeared to be a stable MGUS ¢ake referred to me as a myel@an
patient. She seemed resigned aedenarrogantlyanticipaingthat | would be a
cancer patiensoon In fact althoughup to this point | hadeen givera positive
prognosisand hadmanystablemonths of laktestsshe toldme | would get

cancer. She seemed so sure | almost expected her to drag me backig/dre

then andhook me up to chemotherapy. When | tried to object and tell her of the
other positiveopinions previously offered to mshe began to yell at mever and
over,d2dz OF y QU K IER tBne 8hK ISarkeéd NdripHtade at me it felt
like she shot me right betweenthe eyésii g1 Ay Qi G@GSNE LINBGGE
seemed to beat me down emotionally and spiritually. She robbed me of any hope
and crushed my spirit just one visitShe walked out of the office leaving me a
casualty of hehorrible ethics and aggressive and abrasive bedside manner. Her
nurse tried to glue me back together. She wanted to see me again in 3 months
Did | look thatrazy to actually return and pay another 50 dollar copayment for a
secondround of abuse™y thought process was | may not be able to control
what happens to me with tis disease but Hamn sure will not choose to
voluntarily place myseltinder her watchHell | was still relatively healthy and she
destroyed me in 45 minute€an you imagine her inagt if | was already ill?

It took me a full week to recover from the trauma this woman unnecessarily
inflicted on me To this day | remain conflicted about my decision not to report



this woman. At the time,l wanted to let go of all negativity and press
refocusing on me and my health. But | must wonder about all the innocent
patients behind me | failed to try to protect. Hard decisioihesson #%No one
has the right to treat you in a negativalisrespectfu] or condescending manner
no matter what their credentials are. Never let anyone rob you of ydurpe and
integrity. Being sick demands better behavior from others not warse

I would like to mention that had also stopped around May of 2014 seeing the
counselor hadstarted with a year priorHe had held my hand through the initial
crisis period, but my sessions with him revealed no growth and | felt locked into a
pattern of just venting and going nowhere. | began to dread seeing him and knew
it was time to move on. | had also decided that hieal a faith based therapist

one with a working knowledge of thec8ptures. | was determined not to leave

God out of the equation. My thrust into the world of hematology had cduse

deep issues to surface and dmted to seek answers with thei$otures & my

guide.l began to experience a hole in my spirit that was only being filled by
voraciously reading the Scripturehisnasty doctor ignitedhe fuel in my desire

to return to therapy.

| could not find a Christian therapist on my insurance plan. | got adetd
some Christian counseling througHormer church friends whom | had
reconnected with on Facebookpoured out my case to the counseling pastor
friends recommended. Thehurchdid not take insurance and | was already
47,000% out of pocket for medical costs. They would waive the fee as a reciprocal
gesture since | was in the fieltihad spent my life caring for the wounded and
now fitting that description myselfsod hal provided refugeThank you Jesus! |
would form a good bond with my new counselor and would find a better sense of
Godly direction as well.

After | regroupedrom the Cleveland Clinic consulivaslost as to what direction

to go. | had ruled outeturning forfurther abusewith the last doctor who beat

me upand did not want to return to mgurrenthematologist as witfall due
humility, | was beginning to feel as if | had more accuiatd currentinformation
than he did.You have to kiss a lof frogs in life when you are dating and looking
for your prince. | guess the same is true as you search for the right doctor. The
only difference is the stas are much higheandthe clock may bécking as far



as progression of your disease go8&g mndful of thiswhile you hunt around for

the right doctor Be aware that adiseasgrogression occurgou may not have

the stability and wherewithato endure the courtship procesSo in some cases

the search for a good doctor may take an urgency, lavien let it be a task you

put off or procrastinate doing. f  OAy 3 @2 dz2NASt F dzy RSNJ G KS
could alsdbe frustrating, draining and counterproductivath possiblenegative
consequences.

Not knowing where to turn | opened up to tlome personl knewwho had a solid
knowledge base and excellent intentions and motivations. Dana HoDze®s

told me about theMayo clinic in Jacksonville some 350 miles away. Bualsioe
mentioned one doatr she knewof, who was local and had a very good

reputation. That doctor wadames Hoffman. That was the lead that would change
my life. | researched this James Hoffman and | was impressed with his credentials
and his knowledge base. He was attached to the University of Miami another
good selling point. But whabcked up the deal were the reviews | read on line
about this man. Each one detailed his compassion, genuineness and direct caring
approach. | knew | would needdbke personal characteristiggstas much as his
expertise in the field of hematology espdtyaf | were to progress. Since |

recently hadakenlabs and all appeared stable | set the appointment for
December 18, 2014 some 3 months forward. From the moment | made the
appointment | knew | was headed in the right direction and a peace came over
me. | was beginning to rest invaell-madedecision. Maybe just maybe | was

about to meet my partner in the war against my blood dyscrasia.



CHAPTER 3 Toto | Have a FeeliSgOWXE b 20 Ay Yl vyala ! yeayvyzl

| was both excited and nervous about my first appointment with Dr. Hoffman. The
experience in persoproved to be everpit as good as hadlooked on paper.
Personable, kind but real, smacurrent and sharpnot threatened but impressed

by my knowledgdase Hoffman was a great score. Unlike my very first dactor
Hoffman did think it was a part of his job to answer all my questions and establish
a partneship with mein this treatment process. To that end he sat focused and
determined to address everyugstion and issue on my lengthy list. He took so
much time with me | was tempted to offer two qmyments that day. While you

can afford to have mediocre doctors in some circumstances when you hit the big
leagues of hematology problems nothing but the beststup to datedoctors

will suffice. Because of my fears of amyloidokminimized my inner concerns

while briefly mentioning my eyelid situation. Hoffman showed no dire concerns
about my conditiorat this point in time At the end of the visit | wa® be kept on

3 month recall labs antace to facevisitsevery 6 monthand deemed to be

stable

LESSON #Iust in the Lord with all your heart. Lean not to your own
understanding. Acknowledgéldim in all yourways andHe will direct your path
Sometines you may not know in advance thidte roadwill go south before you
reroute into a better drection. If you have contracted with a Goodu@r to take

the wheel the stress will be much less and maybe just maybe you can even find
some peace in the frefll moments.

5dzNAyYy 3 GKS ySEG p 2Nl c Y2yiKa tATFTS a
since that fateful day in 2013 when | learned of my MGUS condition. | felt safe
YR LINPGSOGSR dzy RSN I 2FFYlIyQa gAYy3ID
somedegree of joy ané@ngaged irplanning of future events. My behavior and
FGGAGdzZRS aSSYSR (G2 adza3asSad dGKFG L gt
going to die, maybat leastnot right away The February labs came and with it
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came hand in hand my uskgurge in spiritual intensityHitting the floor, seeking

God andfindingthe courage to just open the results remained my usual pattern.

I must tell you that | had memorized every lab value for every testing period since
my inception to ths disease. But the labs remained stable. | had received another
3 month reprieve to live.

The next visit to see Hoffman was for June 4, 20ifid-May | attended the
birthday party of a set of twins who were turning 10 years old. | absolutely love
thesegirls. | love their sister Jojo tooWe were at a loudenue and | lost my
voice and for weeks my voigeould not return. | also started to haveinor
difficultiesswallowing and a dry mouth and throtitat woke me up all night long.
| saw an ENT who goed ny throatand told me the problem was NOT amyloids.
That made me feel a lot better but | had no idea what was goingd mow had 4
doctors telling me | did not have amyloidspoke a lot less and my husband
became happyThe labgor the June % visit were done irlate May. This time my
harassment of God was not as successisiimy kappa free light chairtbe little
demon clonal population causing this problem in the first place rose about 100
points. | was in a frenzied panic. My security inHiéel becone theserumlevel of
these light chaisrather than the God | served. All my success in learning to live in
the moment eroded as | opened the Quest results. JUheotild not come fast
enough. What would Hoffman think?

Little did | know that things were really going to heat 8pveral things happened
at the office visiton June 4thFirst Hoffman was not concerned about the 100
point rise as all the other markers were stable. | convinced him to retake the test
againin June and not to hold you in suspense the results indicated that the light
chains dropped the 100 points and returned to their former level. Yay or so |
thought. Dr. Hoffmanat our office visitasually asked me to open my mouth and
took a look at my mout and tongue. He did not mention a small change he
observed but told me it would be a good idea for me to get a fat pad biopsy
before | returned in DecembefThat small change he observed was some mild
ridging starting on the sides of my tongue. In tugrent medical climate there

are doctors failing to make or even think about an amyloidosis diagnosis when
ANRPa&a aevlLlizyzfz23e 2F GKS RAaSIHaS Aa
physician so in tune with the subtleties afyloidosishe could sensé & Q
presence blindfolded.
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Pleasaecall that a fat pad biopsy is the most accurate test to test for amyloidosis.

He told me getting the test was not an emergency &dime to believe it was
justprotocol.df St Q& 2dzad 0SS (K2 NRs#K IKS &2/ dr 0FINYE
me.Who could fight with that? | left the office that day totally unaware that Dr.

James Hoffman had just saved my liferetrospect, | believe that God had

ordered my steps and authored the events that led to this point in teyst

Response to prayer takes many forms

Being a compulsive personality | wanted to get the test off my plate so | set it up
for July. | went to Memorial Hospital on July"22015. | joked with the technician
and the doctor that this was my"4est looking for amyloidsdThe first 3 were
negativé = L {1 Phe medifaki&a there declared hd so shall this fourth

test be.€ You cannot simply wish something into existerladid not know how

long it would take to receive the results from the fat pad biopsy. An ominous
cloud hung over me as | waited for results. You wouldktthiat two years into

this process | would have gotten a little better doing the waiting thingu dbayet
used to it; maybe the fear and dread diminishes as time goes by but the tension is
difficult to dispel. When | actively rely and focus on the God of Psalm 27, Wait for
the Lord, be strong and take heart and wait for the Lord, | am better noanatt

the outcome.

On July 29, 2015 at 10AM the phone rang and | just knew intuitively it was about
GKS Frd LIR 0A2LJAe& NBadf dao LG ol a | 27
matter of fact voiceas if she was informing me they were out of Snickersland

would have to eat Milky Waghe delivered the newsiYouhave amyloidsis, the

test is positive for amyloids My heart sankmy brain went numbandmy body

flushed from head to toe with anxietyll | could think to say wag te you

sureZ dYes tley were suré Rut she said they wouldet the specimerfirom
Memorialand test it again. She tried to tell me it was not a death sentence but |

did not believe her. Hoffman called me later that day to confirm the results and
inform me he was going on vaaa. An appointment was scheduled for August

24th as soon as he returned. He echoed it was not a death sentence. He asked me
not to go on the Internet while he was gone, a promise | would break almost as
soon as | made itn the back of my mind | had adys suspected | had
amyloidosisbecause of myliscovey thatthere is ndhing else that cacause

eyelid purpura Thinking you may have a diseas®l then actually being



diagnosed with it are two very different thing&myloidosis is not only a very rare
blood disorder butreates anothebig problem Because the amyloids are
insoluble theycan damage major organs in the body. It is not cancer but it is
treated like cancer LESSON #Hrocrastination is not a good thg when

dealing with Amyloidosis.| was a very long way away from realizing that
something good had occurred that day in my not putting off the test and finding
out when | didthat | actually had this dreaded disease. You could have never
convinced me athat moment what sometime andspacewould eventually help
me to realize.

¢KS ySEG 6SS1 61 & | o6f dzNX , his&oollad cershg £ I LI
demeanor informed me @& would meet this mountain together and fight it. |

knew this guy loved m#he past 17 years but the coming year would show me his

depth of strength of character, commitment, devotion and love previously

suspected Now what | believed aboubur relationshipwould becomandelibly

inscribed in my heart andersonallyexperiencedn many awesome ways. What

had | done to deserve such a wonderful man to be my husband?

My step daughter texted me giving me permission to fall apart but to then get up

YR FAIKIP® /2y FdzaASR L a{i{SR yYeaSt¥F Aa 0
punchof this magnitude leaves you dazed drelvildered When | informed

several of my best friendghey committedthemselvego pray me through this.

My anger stated to rise in the infancy of processingthisy 8 f 2 AR2a A a Yy Sga
pray | wanted to scream just change it. As | stumbled araustiockrying to

live what used to be my life for the next few weeks, it was a dear friend who is my
massage therapist whose advice put a dent in my tailspin and tiefgeto start

the process of landing back on Eardti.is already heré &he would tell me

repeatedly.If it is already here then there was no sense in struggling. Apparently |

was not getting a vote in whether or not | had this diseddes advice helpkgme

to begin to shift gears from the watch and wait world of MGUS. The denial and

fear that had previously served me would no longer be appropriate skills. The

enemy had arrived and declared itself in certainty. | would need to acfight,

and press fovard.

The few weeks | had befote2 T T Ydtuyna@upled with theadvicel received,
started to prepare me for the action | would need to takéy prayer life took an



active turn graduating from passive prayand Bible reading to an actiletting

go, surrender relianceand a trust for this God | had pledged myself to so many

years beforel was to learn that truly connecting with my Creator would be all

about my heart not my wordsWhile in the MGUS stage | still had the illusion

that | had some combl, that perhaps my supplements and sedfre could affect

the outcome. Maybe that belief was the source of my anxiety that if | did the right
GKAy3a L O2dzZ R YIFI1S I RAFFSNBYOSd® L R2Yy
buried in a problem so big Bd no thoughts ogelf efficacy. | was squarely in

D2RQa KIYyR&a FYR KSNBOGSNI S 4SNB 3I2Ay3
the stakes had risen considerably this was the start of a peace | would experience
that | still do not fulllcomprehend | believe this same peace is more than

adequately described in Philippians 4 verse 7 of the Balsi¢he peace that

passes all understanding.

. 2dz 62y Qi 06 St A S Jistheinfdold of this graadfusidil. WehRdi
been saving for years to have ousyBear old kitchen remodeled. The remodel
was due to start 2 weeks aftéreceived my earthshakirdjagnosis. Needless to
say we were very mixed up about whether or not to procelus was a 3 to 4
week project. | was uprooted emotionally and physichilyny health problems,
why not have the house match my situatiol®hefactor that weighed heavily in
what we would do, wag S R A R yi®@ sureff tifearéatment lwas facing

would make me sick. We wanted to have a clean kitchen for that reason. The
FdzidzZNBE g & dzLd Ay (KS wewdildbdegbRRtog S RARY QI
reschedule. Maybé would bejust the perfect distraction until Hoffman got back.
By default it was a gd.he contractomwho is a consummate kitchen remodeler
had to deal with me in myery raw state and did just as well with that task as his
cabinetry work. Eric Brighthe kitchen contractoris my old Christian buddy from
my first church some thirty five years ago. We had been looking forward to this
job helping us catch up with one ather. It was a very different experience
between ughan what we first anticipatedbut Erichandled me with grace and
kindness. Thank you buddy.

During this interim period between diagnosis and my AuguStappointment
with Hoffman, Dana again was arvaluable resource. She hooked me up on
Facebook with two new support groups; | definitely had outgrown the MGUS
world. | asked questiona my new grougvith an insatiable thirst. | met what



appeared to me to be the most incredible women who jumped righto support,
assist anctare forme. They did not know me but the concern and commitment

felt a lot like loveAlthough | was not anywhere near my normal self | was
perceptive enough to sense a deep sense of wanting to pay it forward motivating
each ofmy newfound friends. You could call on them anytjmsk them anything
and they would do their very best to respond in fulvondered if | could ever
become likehem. They set the bar very higivere they all such solid characters

to start with, or had the amyloidosis coupled with the stem cell transplant process
itself molded them into vessels of golt@romisedthat if | was granted the
opportunity to continue to live | wouldo my best to help others who suffered

with my disease.

Before | pre@eed with my medical and treatment path | would like to pursue a

side road and talk a little bit about support. | am certainly old enough to have
experienced and knowhat drama and tragedy ilife have a natural ability to

selectively purge the outlierdN\fR ¥ 2y SQ& NXadzyS 2F FlF YAf @
who are very maginally concerned about you mgyst naturally drift away when

you are not able to fulfill your usual obligations or if they perceivermt be

in needof or require more othem than they wish to give.Butmy currentdance

with amyloidosisvould school me in other ways.

We all have people in our lives that are toxic for usweatontinue to try to deal

and manage. In times of normal everyday living perhaps the fi@m these

types ofrelationshipdgstolerable When a serious disease knocks on your door

and a potential fight for your life follows you can no longer alfolkswho are

toxic to you and for you to continue to hydamage ombuseyou. It becomes

matter of survival angood mental health practices. $w prepare mysdifor his

usual caustic remarkswaited a month to inform my very nasty and mean
spiritedbrother of my new circumstanceseHesponded irthe samehurtful,

uncaring ad belitting mannethat he doeswhenever | am vulnerable. It seems

almost blasphemous in my code of ethics to be frightened about what course

your disease will take your life,inut unable to focus othoseveryreal concerns

because you are nursing unnecessary wounds inflicted by2om8 ¢ K2 R2Say
like you or care aboutyol. i RARY QU aSSY FIFANI F2NJ KAY
other hand his treatment of me has always been consisygoainful My only sin

was informing him of being ill and facing treatment, not requiring or asking



anything of him. The gift | got from amyloidosis was the realization that there is
no room for people in my life anymore who cannot offer me a minimum of

human decency. | determined that when | came through this | would say goodbye
to someone | should hasaid farewell to at least 20 years ago. And just to let you
know that, | did so in March of 2016 in a very respectful but firm maritas

enables me to keep a clean spirit towards him and wish him well in my lieart.
feels good to take care of yoursel

LESSON #E® prepared to lose some people but realize that the people who
truly love you are not going anywhereBut on the other side of the coin your
disease if you allow it will open some doors to bring some fantastic people in your
life. | must are with you how many great people | have met through this
journey. | am a little sorry | had to run into them through shared grief but it is the
path we are on. Also, a furthétessing isenewedpastrelationshipshat came to
offer tremendous levelsfasupport thru all my currendifficulties. My old buddies
WEYSG YR [AYRFE gK2 L YS iwithafiercé stremgin Q &
and devotionand walked me inch by inch through every step of what | am writing
about. And though | lost a brothé gained 2 sisters. Other relationships that were
good became strongeLizzie my Cun sister never misska minute, Noodle my
friend of49 years checked in by text daifyarolyn my sister on the other side of

the country sent long letters bathed in love and encouragemifaund myself
coveredin a level of prayer and support that brings me to tears. At times there
were so many people praying for me | thought God migve totake out a
restraining order. | learned that support is a wonderful thing but | could not hide
behind it. God and my disease would require that | put my big girl pantiesidn
face Him and my problems on my own two feet.

Another aspect of hematobicaldisease is that there ateoth true crisis pointas

well asa chronicaspect of thisliseaseWhy am | mentioning this? | started a

habit of texting about 10 to 15 people from the start of my first diagnosis asking

for prayer for every labest every time. Theyall responded in the affirmative and

held their breathwith me collectively until | got the result&\lthough most of

0KSY RARY QU dzyRSNRGFYR GKS RSGFAft&a 27
characteristic in commarihey cared for meand wanted me to be okay. After

some time my owiperceptiorstold me myprayer request and need to talk
amyloidosisvere becomingedious | had lapsed into the chronic aspect oisth



condition and | was still relating in the crigi®de. If1 did not change | would
wear my support team down and rigkenatingthem for the times | truly needed

them. My brothelQa G20+t 60&aSyO0S 2F lyeég OFNBE 2N

motivatedme to appreciateanysupport others brought to my table. | wanted to
be a good steward dfJS 2 Ldoris€riand protect and value it in returdis
unwillingnesgo even acknowledgee ormy illnessjnstilled inme the gratitude
to acceptwhateveramounts other had to give.dt everyone would be Janet,
Linda or Liz in my lifd.am glad to report that | realized this in a timely manner
and made my adjustments the best | could. All of the 15 people | started the
texting process with are still positively connected to me andifay

There were also other friends who no longer wanted to sharegbeesn their

life deeming mine as way morerg®us. This could be trugresently,but allows

an imbalance in relationshige occur. Ithat persistgt will keepme overly

focusedon self and denies mile opportunity of giving Although without a

doubt | was in positioni 2 Yy SSR KSf L) L RARYQU g4 yi
be just a takerTry not to let this happeto you. LESSON #I3y not to wear

people out. A terrible hing has happened to you but life still goes dhis good

to the degree you are able to be there for othergou will sustain your self

esteem remember you are more than your diagnos#nd create a healthier

balancein your relationships.

Nowf S (i (back t8 Suicentralstory. August 24 finally arrived. Hoffman was
caring but ready to get down to business. My prognosis according tevhsn

pretty good forthis serious disease. We had found this very hard to diagnose
disease in the early agjes. | had seen my cardiologist and nephrologist while he
was gone and obtained some testing. Both doctors had declared both organs
strong and functioningwell capable of gstaining a stem cell transplaridr.
Wolinsky and Dr. Sagdvere super supportivef my fragile enotional state. They
both pledged to be a part of Team Andidnad mixed emotions. On one hand |
was glad to know my heart and kidneys were not damaged by the amyloids. On
the other hand | had lost an excuse not to press forward with g seary stem

cell transplant. Please understand | am 63 years old never spent a night in a
hospital and only had one minor surgery years earlier when | lost a baby. | was in
virgin territory.



In fact it was a stem cell transplant that Hoffman was recomairegias my best
treatment option It was believed | was strong enough to endure and survive a
transplant; only about 20% of amyloid patients adm alternative was cycles of
CyborD (chemo)put he felt that the transplant afforded me the best option of
beating this baby back into remissiokmyloidosis is a very rare disease and as
such there are not a lot of treatment avenues; there is still much that is not
known. The potential for disaster in the amyloids attacking vital orgaake the

need for treatment an urgent, not a watch and wait deblnfortunately the

statistics regarding success are a hard nut to swallow. Some obtain full remission,
some very good partial remission, some partial remission and some no effect. |
could not imagine going thrah everything thata stem cell entailed and getting
absolutely no benefit. Despite this my gut from the get go | knew this was the
correct direction for me to go in. | did not commit at this pdimthe transplant,

but in orderto move forward an appointment with Dr. Denise Pereira one of the
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Another bone marrow biopsy was scheduled for August 28th, 2015. It was
explained that over 10% plasma cells in the marrow requiteemotherapy
beforetransplant and under 10% went straight to transplahtvould see

Hoffman again on September,02015 to seal my fate.

The ship was out of the dock sailing ahead. Even though | had settled down in one
month since the diagnosis andderstood that stem cell transplant wasdicated

| still had difficulty processing that this wastuallyhappening to me. On August

28" | went to see the doctor | was referred to for the bone marrow biopsy. | had

such a positive experience two yearsopvith that procedurel was not

concerned. | should have been. The doctor was cold and stéebarely spoke

G2 YS G Fff o ¢ Konlyineed hef to fa8e stme gcodd technical & St T
skills.She had me lay intaght fetal positionwith my back to her. She was silent
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doing my bestl wondered how older heavy sedentary patients would fare with

her rigidrequirements She made one attempt and | jumped in excruo@pain.

She became angry that | moved. She asked me if she should stop. | was

determined to have this donthat dayand not have to go through this again.

dContinue€ DBresponded as | grasfthe side of the bed with all my strengtiihe

second attempt kelded more pain and another jump. Whwadthe first bone



marrow biopsy been so painl€sShe then informed me she had finished and left
the room. The nurse would thetell me the third attempt was successful. Why

K Ry Qulatdll?d@hSshelrealieed she had not numbed you and when she did
itwasalLJA SOS 2 F O BleBding all ber tideltable an@ Hrurkekl from her
butchered attempts] felt pretty pissed off. Not even a word of explanation or
apology from this docton. had a feing thought to report herBut | would let it

all gq the gift of amyloidosis recognizing the difference between the important
and the unimportant battles in your life.

September %, 2015 University oMiami outpatientstem cell transplant floor.
Thescene of the crime. | was nervous like a tight rubber band about to snap. | had
done my homework. Through my stem cell Facebook buddies | had generated a
list of questions. My listvhich read more like a dissertatiavas 3 typewritten

pages. They wouldebinterviewing me to see if | was an acceptable candidate, but
| would be interviewing them as well. | had mentioned to Hoffman going to Mayo
in Rochester Minnesotathe premier Amyloidosis Hospital. He was cool with the
idea, (the sign of good medical pessionalsare thosewho do not get defensive
when you want to go elsewhere because their main concern is your welfare). We
reached the same conclusion thoyghat | would really not need specialized care
as | had no major orgastamage. | also was concechwith the impact of dragging
my husband halfway across the country with no support for him with the
daunting task of being my sole caretaker. University of Miami | was hoping would
work out. | was so tense | became irritated with the nurse for askingasoy
mindless questions while | was overly eager to jump into the meat of things with
the doctor. This nurse would eventually become one of my favorite people down
at University of Miami.

Please realize that | thought | had met the best doctor evernmedaHoffman but

| had not yet met Denise Pereira. That day because of my preoccupation with
what | was facing and my rigid controlling behavior | would not be able to fully
absorb the depth of charactgpersonality and professionégsm that embodies Dr.
Pereira.Butl will never forget this lady who sat on a chair for 2 full hours
determined to answer every one of my questions in full and to my satisfaction. |
looked for signs | had overwhelmed or exhausted her. | could find riere.
dedication to me asa patient penetrated any defenses | was weatimat day. A
doctor with excellent credentialshe possessed the humility to seek consult on 2
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excellent candidate for stemell transplant. She also broke the really great news
that my bone marrow biopsy had come in with only 5% plasma cells so | would be
able to skip the chemo and pass, gollect $200and go directly into the stem cell
transplant. | was elated but gettirsgarily closer to the"floor (stem cell

transplant floor). There was nothing preventing me from committing to the stem
cell transplant that day but | wanted to see Hoffman one more time. | would see
Hoffman on September ftand return to Pereira orhie 24".

On September 10Dr. Hoffmanwas eager to hear my thoughts about doihg

stem cell. | knew | needed to do this, and | knew this was the right time. It really
was a forgoneonclusion. | told him | wouldommit to the transplant at my next
Perera visit. Hoffman praised my decision and was very hopeful we would see
good results. | was hopeful but | had to go one step at a time and surviving the
transplant was higher up on my list. | wanted to continue to see Hoffman until the
transplat buthewai NXBf S| a A y 3 cad.Sustiinvhent vadldaktingltoQ &
feel secureWhen I left his Deerfield office | realized it would be quite some time
till | saw him again at that venuemade a mental commitment to myself that |
would survive this transplargnd make it back to Deerfield to see him. The
coming days would see me hang blindly onto that vow to make it throlmgiact |
saw him there on March 17, 2016 back in Deerfield for the first tmbeut 4
monthsposttransplant.

In September my phoneatted to ring and Humana my insurance Company was
trying to tell me they were giving me a transplant case manager to support and
assist me. Still not comfortable being in the patient role and feeling competent to
manage my own affairsny response wast 2hat do | need this guy fog?

Reluctantly | accepted the help. It would not take very long at all for me to change
my attitude welcoming the assistance from Dave. The last thing people need to
additionally take on is the business aspetile preparing fola serious medical
procedure. Unfortunately many patients are not granted that kind of support.
Dave from Humana was a great asset on my team. The gravity of my situation was
sinking in. | am glad that | learnednmake adjustmentsvhen | needed to and not
remain stuck in the mud of my former patterns and behaviors.

Q)¢



I hopeyou can tell that | really like to write. Around this time | wosildrt to use
Facebook to expresayself and inform friends and family of my status and
progress in preparing for my steecell transplant. This generated a lot of support
which | hungrily absorbed whilealso providedan outlet for me to share. Though

a lot of people say a lot of bad things about Facebook, it would truly prove to be a
lifeline to me in the coming days

On @ptember 24' | authorized my execution, well at least the death of my clonal
light chains if | became lucky. | had at this point in time a-weileloped
understanding of the stem cell procedure. The conversation betvadeetor and
patienttook a more spcific turnfrom the generalities discussedtime last

meeting Although | had no major organ problemisvas very concerned as to

how | would fare regarding my Epstein Barr Virus and my bowel situation. | also
had celiac disease and a host of other fatiérgiesand| would require

nutritional help Thepharmacydepartment would have tacreen all potential
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sick from melphalan(the high dose chemo they used for the trarssy) on top of
the dead rat syndrome | experience in my gut when my celiigeered | am
awarethat albeit unintentionally | amnot an easyerson. Not everyone was on
boardwith my needsnitially. | made it my responsibility to get them on board.
LESSON lfiyou are going for a stem cell transplant do not be a passive
passenger be an active partner

My people skills at this juncture were roudiuyt as time progressed | was altte
cultivate rapport with 2 peopl¢hat | had initially alienated ESSON #1Give
yourself some room to wig out a little, to not be yourself. Take responsibility to
clean it up when you can. It will help you in the long run and go better for Mou
wanted to do everything to be successfuhad a fragile little body inarmal

times, this would push the balance to places unknolwrad great respect for the
knowledgeand skills possessed hy transplant teamhoweverl had 62 years of
experience with the nuances and oddities of my physiedl | was informed that
my kichey and cardiac testgwere sufficient. | would also need pulmonary
clearance which would be a piece of cake as | was swimming laps an hour a day.
Next | needed a dental clearane®t a problem as | was meticulous about
cleaning my teeth every 3 months. But would | pass the psychiatric | joked to
anyone who would listen just to cut the tension. Unbelievabig psychiatrist
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little preoccupiedhere lady? She worried | would forget to take meds on my own.

How do you convey to someone that you have been coordinating thestion of

over 100 vitamins daily for 25 years and never misgeaixed upa dose? The

following willreinforce thecomicalaspet of the psychiatric assessment.héh |

saw Pereira later that day | amazed ath my ability to recall my kappa free

light chain levels and raticgndthe concomitant dates for every lab taken since

2013. Pretty impressive. | guess | can remember the things that are important to

me.

Pereira was drawing 11 tubes of blood testing me for everything and anything.
On October 18 | came in to sign the informed consent. | was too familiar with
the document and each of the unpleasant side effects as well as the list of life
threatening possibilities. It was a scary necessity this informed consent. My
tendency isto obsessaboutgoss 6 Af AGASaDd | ySg 2yt AYyS 7
disease another blood disorder and Is@abrother in the Lord gave me the best
advice that | eagerly substituted for my obsessive worryiAgdre&, Mike said

to me, dyou can worry about the 15 things thatight happen or you can choose
to wait and deal with the two that do happénRight on Mike. When |
implemented this advice it made me less dilutet all over the map and allowed
me to save my strength for the battle that would occur but not until itweced.
You feel me nowRESSON #£1.iving in the moment means you deaith what

is not what might be.

On the 18' | asked to take a tour of the transplant unit. | was taken aback with
how small it wascoupled with theknowledgethat | would be up there for a good
3 weeks. | was told there was a window in each room. When | returned home |
became preoccupied with setting my life in order to prepare for being gone for a
chunk of time as well as being incapacitated to some degrea upy return

home. | busiednyself with compulsive cooking and bill paying to lift those
burdensfrom me for several months. More is not always better. No amount of
distraction even in the form géroductivecompulsive activity could divert my
growing unarlying concerns. | started to wake up in the middle of the night in a
panic that | could not get off of the small transplant flolowas trapped. It was
horrifying. This happened two times. | would text my supporters &i\3 to talk



me backin off the ledge Not having ever experienced thisfore | began to
wonder if | would make it.

So @ my last visit with Pereiran October22™, before | would be called for a

bed, | begged her to allow me to leave the transplant floor and walk around the
hospital orgo outsideafter admissionNo way José wastold. Okay this was the
deal. Not wanting to freak out | started the process of asking the psychiatrist for
anti-anxietymedsand although | was not depressdflist in case)anti-
depressants. | did not follow throughith this, insteaddeciding to wait. Let me

fill you in on the state of grace that enveloped me throughout my hospitalization.
L SELSNASYOSR loazfdziSte y2 |yEASGES®
me, in the 18 days | remaineah the 4th floor | never ongaot once looked out

of the window.LESSON #TThe recipe is not the cake. The scenario that your
mind dreams up is not the same alsd experience. Stick to reality At some

point my therapeutic bckground kicked in and helped me to realize and
understand what the trapped feeling symbolized. That was that once the

2 NJ

melphalan goesni KSNBE A& y20 Gdz2NYyAy3 ol Ol | 2dz

no do oversThe ripple effect and recovery from thahe infusion can last a year.
The reality of that decision was manifestedhe form ofmy trapped feeling.
Once | understood that | relaxed some and became more ready to just do it.

| had drifted away from my counselor for the time being and had deézhaty

need for guidance to a kind pastor from my church. Johnnie was armed with tons
of comfort and support. | was at the right place. Garland another pastor from the
church took an interest in me and my lifd.was amazing to me how much they
cared as w had only been attending their church for several months before the
crap hit the fan.As a therapist | know that them@rethings a person faces in their
life where there really are no answers. Another human being wanting to help can
only cheer you ont s your race to run. But the support | received did strengthen
my courage. Being able to go into a big procedure like this grelinded is a gift.

During our meetings | shared something with Johnnie that at the time | did not
understand. Up till thipoint | had been studying the bible and praying quite a bit.
Now in mysomewhat shakestate when | would reathe Scripturest just

seemed lik a conglomerate of words screamibigh, blah,blahat me | realized |
wasso overwhelmed that | could not absorb anything | was trying to take in.



Going back to square one | just identified several of the most meaningful
scriptures and tried to actively apply theonm a heart rather tham head level |
focused on my hearndspirit activelydoing whatthe Scriptures suggested,

rather than my brain just understanding the conteitthe matter. Something
happened to me in the depths of my alone time where | began to understand and
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In fact this accomplished a highdegree of trustso much that while | would be

in the hospital | would not pray much. | would just rest in llospitalin the peace
that | had acquired earlier from nmactive applicatiorand practiceof trust, faith,

hope and belief.At this time | decided to give up all my little good luck habit and
rituals. | was letting go of a lot of the superstitious lucky behayiblsarned as a
child growing up in Philly, whighy currentfearshad multiplied. And for maybe

one of the first times in my life especially during such a serious situation, | was
able to not try to control the outcome but just trust the process. Whether or not |
survived, whether or not | magit into remission, | hagrown and no one could

take that from me.

Okay so by mid to late October everything was set. | had planned the crap out of
this transplantLESSON # T® what you can to plan this transplant process.
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Pereira had instilled a level of confidence and courage in herramgself to face

this thing, to survive this thin@nd to be successfulhad sbeduled it to begin

for the second or third week of November to coireidith the period | would be
starting to feel sick so that | could be overseen by my beloved Peréimaed it

with her appointed2 weekrotation on the unit.l had prayed that the doctor who
would be on the unit for the first weekwas therebefore Peeiraarrived would

be Dr. Komanduyrthe head of the department and an expert in virologynd he

was as luck would have the doctor slated to precede Pereira.

| was scheduledbf a minor surgery On Novemba8¥ to install my new life line

my catheter. | knew once that happened | would not be able to swim for about 6
months. So on Novembef® went for my &rewellswim, said goodbye to the

pool and in my best Arnold Schwarzenegger veaid & Lb@ batk. My husband
and | booked a hotaight across from the University of Miami for the first week

in November as we lived 40 miles away. After the catheter installation | was on
schedule to harvest my stem cells for the next 3 d&ysvember 46™). The



surgery went fine except for a cous red blotch | awoke with on the opposite

side of the catheter. Maybe they had bruised me | thought. | had heard them
banging on my chest but the drugs they gave me rendered me to not care about
anything. Fentanyl is a very good drsgid the substancabuse therapist.They
finished with me late at night and | had to be up at 630AM the next morning to
start the harvest.

| wasoff my schedule now andorried that the lack of sleep would trigger my
Epstein BarWirus.l normally sleep 10 to 11 hours nigh But | was in too deem

this processand the hospital | learned is nobnducive tany scheduhg needs|

had to comply with their protocol. | had done my very best to chahgdime
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with addicts | had my own set of manipulation skills. | was adept at outplaying the
players. When | used this set of skitsthe normal population(the medical

staff), | realized | had pushed too hard and people start getting pisse&off.did
what everybody does when they hit a brick wall | backed off. Miraculously | did
not get an episode of Epstein Barr.

In fact Ihad an excellent experience withe harvestwhich isofficially called
apheress.In preparation | had started nupogeshotsthe week priorto coax my
stem cells outNupogen causes some pain for some, | only had alittlef leg
pain that was very tolerableMy goal was to collect 10 million stem cells for 2
transplants. | needed a minimum of 5 million to proceedodk 2 daygo collect
the harvestand | collected 9.7 milliostem cellsnot bad for an old gal. My nurse
Carmenwhom | would write a commendation about was kipdofessionalvery
competent and informative. She made sure | understood every parteof th
process. It was a positive experientdid not require a transfusion but some
patients do to replenish their blood suppi®ne nurse on thapheresidloor kept
warning me the worst was yet to come referring to what | would go through on
the 4" floor. Not a really good thing to tell someone facing a huge daunting
procedure. On behalf of myself and the patients that would come behind me
confronted this nurse and redirected his negativity by helping him to understand
the effects of his communicaticeind the needs of a patient in my positiowho
knows if it changed what he would say in the future but it feels good to take a
stand for yourself especially in the disempowered patient position.



One issue that came to light during the apheresis processwygsroblem with

the kitchen department. | had worked extensively with the nutritionist to provide
detailed lists of what | could eat and what | could not eat. | am more than aware

that my dietary problems make nahigh maintenance person in trasea When

they served me my meals at apheresis they were covered with gluten foods and
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would have poisped me had | eaten it,came to the conclusion that they were

totally unprepared to feed a special needs person. They agreed to give me

chicken rice and a vegetable. And that is what | got on thidobr for every

breakfast everylunch andeverydinner for 18 day¢ OKA O1 Sy X NA OS Iy
vegetable But remember when $hared withyou not to worry about what might

could happenbut ratherdo as | learnedust deal with what is7All this legwork

was for naught as | would be so nauseated during mysipéant | could not eat

for 9 days and the remaining 9 days | could only eat a slice of my gluten free bread
coupled with a ginger ale. However when | came home | threw out all of our rice

and waited 2 months beforkcould face looking at dreing able taeat chicken

It is now November'®and | wasnstructed to stay homgrest and allow my

blood counts to rise and | would be called in about 2 weeks when my bed became
availablel started to wean myself off of all the tons of vitamins | was taking as |

had been informed they would not be permitted in the hospital. | was a little

scared to do that but on the other hand | wanted to take a Br&qam all my self

remedies. | certainly did not want any complications. | had a healthy respect for

the compromigd state both my blood and immune system would be in from the
transplant.A home health nurse visited me three times weekly to service my

unused catheter keeping it ready for actidvly University of Miamnursing

coordinator was a no frills all businegpé of ladyWe clashed at first. knew she
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fan. That piece of information earlier could hasreatedsome bridges. NFL

banter is not respective of person; it draws everypagaist a little closer. | was

already packedor the hospitalin anticipation of the call | would receivehad

over prepared myself and as | look back | must laugh. | had 50 movies, coloring
books,sewing projectsand puzzles. | had a 10 day supplylofhes so my
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camp. The anxiety was gone | was a soldier awaiting the call to duty. It is the
same sense | had when | was living in the class 5 Hurricane Andrew path of
destrucion. You prepargyou wait butyou know this event will change your life.

While | was waiting | noticed that the red blotch on my chest from the catheter
surgery was becoming infected. | was watching and waiting to see what it would
do. | would not haveo watch and wait very long.tONovember § while

shopping at Publix the cdliom my nursing coordinator camépparently the guy
ahead of me was not stable enough to take the bed and | was baifegl to

come inon November 11 a week early for my transplar®ed placement is a
function of hospital availability and patient readiness and stabili@kay | said
but | need to let you know | have an infection on my chidstwas agreed would
text a picture of the wound for th doctor to seeThe doctordid not see infection
from the picture but they askedme to come in the next day to be evaluated.
Maybe the screaming red skin and the pus did not come through in the phone
picture but my husband and | sure saw it. It was theat we decided that no
matter what they thoughtl would refuse the bed and wait until the infection
cleared up. It just did not seem like anything | could possiblyh&kng an
infection in a situation where | would drink some melphalan that wouldrdgs
my entire army of infection fighting blood cells. Prescription for disadt&iSSON
#19 Do not leave your common sense at the door. Always be prepared to
advocate for yourself. Do not be afraiof what others think when you havéo
assert yourselfl would Ike to mention that later on learned of someone who
went through with his transplant with a small infection. This created terrible
complicationdor him.

When | got to the Uof M. they were surprised | had made this decismnmy

own to not take the bedl would not delegate my responsibility to stop this

process to someone else no matter what their title or credentifiey could

readily see it was infected. They placed me on antibiotics and took a culture. Two
days later they caltkto inform me it was a hospital based infection and switched
antibiotics.They had given me the infection during surgery | assumed. How would
they prevent this from happening to me after my transplant when my immune
system was in the cellar and | had &iurn to surgery to have the catheter
removed? | called lbf M. risk management and alerted them and asked for an
investigation. Some people may describe me as a pain in the butt which | am not



denying but in certain circumstances | am a very determipedson to just do
everything possible to protect myself. This | believe was one of those tirhey.
now were requiringan ultrasound and an-ray to see if the infection had gone
below the skin. It had not.

The following Monday | came in to have the wdue-evaluated.The infection

and wound had healed he results were presented at the round table of the
medical team. And the call came shortly thereaftieat | would get my bedn
November 18. Thiswas no Braxton idks call. This was labor. | wasied;

there is only so long you can sit on the edge of the diving board without jumping
in. I knew through and through that my life would be changedie drove to the

U. of M. | had so much stuff it looked like we were moving in. As | left the
sidewalk toenter the hospital | said goodbye to the outside world but not to God.
He was definitely cominign with me

CHAPTER 4 And Noworfo$ 9 ESOdziA2y Xoth® EOdza S a
Resurrection

You will have to bear with me now. €nthemelphalan comes, and @does come

the very first daymy recall becomes a bit blurry. My husband had already agreed
to stay with me the first 4 days to make sure | was acclimated to my new
environment. | am so grateful he was theke is not the most nutring



character as you will find outbut | know there is no more loyalependable

strong man in all the land. His lightheartedness has always been a welcome buffer

for my intensity.| was happy to be on the unit buzzing around like a bee. The

medical gople started to swarm and it soon become eviddns was their house

and | would just be along for the ridely port was hooked up to the polémy

companion for the next 18 days). | waster 62 yearsworking a pole and never

had to take my clothes @f | received a brief in service to the blackboard which

would post my daily blood counts. Their version af tlew York Times.
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all about the numbers.

| expected the melphalaim the afternoon it wauld not come until the evening.

On my mind were my two biggest concerns: my bowels and my Epstein Barr virus.
Would the virus wreak havoc over me once &wol Aidstripped away my

iImmune system? Would my bowels shut down as theys$wmthany times before

and | would be as they had informed me unable to do my home grown protocol?
But just as | had signed informed consent so had they. | had alerted them of all my
medical problems and they accepted me and also promised to keep meMiive.
problems were their problems now. A very strange experience for a normally very
controlling person this wasPeace comes with insighhd trust

The melphalararrived,| wasmore thanready. | kept icean my mouthas | was
advisedfor the entire infision to avoid mouth soresAndthankfullyl did not get
mouth sores. Forty minutes later the empty melphakagleft. No flashing lights,
no parades, no nausea. It was sort of aslitmactic. | went to sleeps | was now
on hospital timerequiring anearly wakeup after a nightof blood pressure checks
every 4 hours. | wondered who dreamed ugtiprotocol for sick people.

| awoke and felt fine. | was taught that whenever | left the safety of the room |
had to glove up and mask up. To this day | feellmmore secure when my gloves
and mask are in place. They urge you to walk so | got up and did laps around the
small unit talking my head off to anyone who would listen. | looked at the other
sick patients and felt smugly superior. | was going to aceebis My cockiness

as you shall see was short liv8this was the day of rest | was givéine

following day | was instructed would be my new birthddae infusion of all those
stem cells. 4.95 billion of those suckers disease free coming in for adamtan



entire transplant process mimics the spiritual principle of life emerging from
death. In Christianity salvation is a picture of death to the fleshly nature, which
bringsnew lifearising fromthe birth of the spiritualnature. In hematology the
melphalan kills the diseased blood suppifile the stem cells resurrect life
planting ahealthyblood system.

The stem cell infusion required a staff of three. It was technical for them but a
routine drip only for me. | understabthey hadmixeda bunchof prophylactic
drugswith the infusionto prevent allergic reactions through my catheter. It
seems that the storage of the stem cells requires preservatives that can be
noxious. The nursing staff on this unit was more skiilgglligent, competent

and ®phisticated than angther nurdang unitl have met in my many years on this
planet | was so impressed with some very young nurses who were holding the
weight of this very heavy unit on their shoulders. Most people at age 26 or 27 are
drinking beer and ¥ing to find themselves. These womerreworking 14 hour
shifts, never sitting down for even a brea#lefinitelyhad found ther calling,and
were sharing pieces of their soul and selves with some very blessed patients.
LESSON #20is good to noticeand appreciatethe positive things around you
even in a difficult situation like this

| had thought the melphalan would make me immediately sick. | was wrong. The
stem cells did. Before th&em cellinfusion was even over the nausea set in and

that puppy would hang on for days and dayke vomiting did not start for a bit. |
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determined not to complain about nausea or vomgibecause after all they are

only unpleasant, it was the serious side effects and complications like blotsd

kidney failure, infections pneumonia etbat | desperately wanted to avoid. So |

said nothing about my nausea for a day or twadiluirfinaly broke down and

aked for some helpLESSOK21 Sometimes real strength comes in the form of
humbling yourself and asking faneededhelp.

| was such an antirug person | actually wanted to limit the amount of meds |

was taking. Finally | realized when Rome do as the Romans dor. Komanduri

was not nearly as flexible as Pereira and we started to go at it as far as medication
choice. | let him win as itréallyhad a choice. Anyway Pereira was coming on
Monday, | would be fine. | had lost my appetand even the smell of or seeing



food made me sickeflo illustrate how the effects of a stem cell vary from person
to person | want to share with you that the guy two doors down fromwas
receiving the same exact protocol as me and never missed & hiisaappetite

was better than everl. looked at him in disbelief as if something was really wrong
with him besides his blood disordeBut for me & the days went onand the

gastric distress persistet)y motto became if someone would tell me | never had
to eatfood again, | would be just fin®keally fineAnd | really meant it.

Pereira came on Monday erfldemeanor care and presence gust well

therapeutic. She also actually listens and takes iotts@eration what you think.
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even if eventually they find a cure for amyloidosis, she will still never get rid of

me. My husband wants to put up a billboard loterstate 95 with her, Hoffman
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believe me it started. Since | wast eating it would be the dry heavesost of

the time. And trustme, | was heaving like a champ shaking me and my little body

to its core. My husband would sit there reading his newspaper while | was

violently preparing to diehanging over the toilet or the trashcan or this

specialized bag thegive you just for the occasion. | actually had to school him on

how to act as if he cared and come over and comfort me. This was first niet wit
hisobjection L QY K S NBI giedsBe/tidight he<should gatipts just for

showing upThough he cold neve really appreciate mpeed forkindnesshe did

start to come over anduperficiallypat me on my back. Just sa@murturing is not

his game.

The meds they were giving me for nausea really were not getting it. The doctor
informedmethat Ativan whch is a tranquilizer could bring some relief. | was
allowed 4 doses a day. | took only a@sejudiciously as they are highly

addictive and | am by trade a substance abuse therapist. Somebody should have
reminded me | was not at worlkso the one dose dftivan was giving short term
relief. They then talked me into trying some Zypratach has been known to

help nauseaZyprexa is an anfisychotic. Now | may have some neurotic
tendencies but | am not and was not psychotic. Believe that! At about the sam
time sick and tired of being sick and tired | decided to throw caution to the wind
and ask for my allowable 4 doses of Ativan. After 2 days of taking both the Ativan



and Zyprexa(while singingll dayaboutthe virtues ofAtivanin afunkylittle song

I made up, | got up from the bed and fell flat on my face. | gave up the Ativan
and now would wear the label Falls Precaution for the duration of my stagd

to protest stating dYoutry taking4 Ativan and a Zyprexa and see if you stamd

up!€ This protest fell on deaf ears. | was now labelkedt targetedand would be
asked questions regularly about my ability to ambulfatethe rest of my
hospitalization My ability to ambulateby the way was just fine as long as |

gl ay Qi oRtNinyraEifs!Rhe Ativan and Zyprexa part of my stem cell saga
was now officially oved.would gut the nausea and vomiting out with Compazine.

The nursing staff was a bunch of super personable and competent people. We
liked each one better than the lasBarbie one of the night nursegaspregnant

and ready to burstshebecame like an adopted daughter. She had the patience
demeanor andstrength of a saint. Anotharurse and | would tease and pick at
each other over the Dolphins (her team) and thérieés (my teamyivalry. The

banter got brutal but it helped me feel a bit like myself. Another nurse who was in
training was assigned to me regularly and we became fast friéhasof all the
nurses that served me there was only one who | had diffesilvith.

Nausea and vomiting and low blood counts do not lend to happy enthusiastic

moods. This nurse would come in and pick at me for not smiling and being happy.

She seemed to mock my difficulties. | am not a needy person and wanted no
sympathybutsB &aSSYSR (G2 6S AYRAFFSNByd G2 (K
having my toenails clipped lady. It came across and affected me badly. | am sorry

G2 aleé L RARYQO tSG KSNIKF@S AG 2N I aj
And even this nurse apaitom her demeanor was super competent and smatrt. |

believe the nursing staff on this floor is a bit overworked and lower patient to

staff ratios would be a very beneficial move for everyone. University of M{f3mi 4
FE22N) OGN yaLIX Fyd FE22NX ANBFG ydzNEAY3I 3

| did not engage with any movies or projects for the full durabbmy stayand
would take home eventually 50 unwatched movies. A full day was taking a
shower, brushing my teethchanging my clothesecoveing from the vomiting
episodesand drinking fluidsLESSON #2®e tend to think we are growing when
we are doing good and our lives are blooming. The reverse is true we are
growing when we are in our worst places and we just hang on and refuseive g




upS PSSy AT ¢ &ryBretty. Boivevér 2culd not help practicing my

craft with some of the nurses as we got to know one another. By the day of
discharge | had successfully helped one mom with parenting strategies and
assisted another nurse elievngrelationshipdistress byclarifying the

motivations of someone in her life ariden helping hefay down the appropriate
boundaries to resolve said issue. Another nurse going for her masters in psych
nursing would engageith mein conversationgboutdiagnosis and pathology
was a stem cell transplant patient yes | was, but | was still a good therapist.

The duration of my stay was projected to be about 3 weeks if there were no
complications. | was taught that the first week | would gradudditeriorate in

how | felt, the next veek | would bottom out as miglood countshit the

basement and the last week would be the upswing where after my stem cells

engrafted | would start to feel better. Engraftment means the stem cells have

started to work &d are creating new supplies of everything the melphalan wiped

out. | engrafted on day 11. Though | had worried about not engrafting before my
K2ALIAGEFEEAT FGAR2Y S oF avlftf LSNIISydlFrasS R?2
mysterious peacerhentionedkept me at rest. | felt miserable but | was resting
O2YF2Nlllofeé Ay D2RQ&a KFYyRa® L RAR y20 ¢
RdAdZNAY3 GKS YARRES ¢SS{o !'3LAYy L &l ¢ D2F
IS, not what | would like it to be. | had entst the hospital weighing 134. One

day | looked in the mirror and noticegirl | had hips. How could thatbe &¢I a4y Qi
eating a thing and thought | may have lost 10 poufdee nurses brought the

scale and | weighed 164! Child please, what was gmfdDr. Pereira told me

that the IV fluids they were giving me to protect my kidneys were causing the

weight gain. In typical Pereria fashion we discussed it and since | was taking in a

lot of liquids she discontinued the fluids and just monitored me. | lefthibspital

at 146 pounds and felt better.

When | started feeling better | resumed walking laps in the hall. | had the nurses

in stitcheswhen | appeared in my one piece tiger pajamas complete with a tail

and hood pulling my pole chanting what was to beeomy mantragRoom 406

2y 0KS Y20Sdé ¢KS 20KSNJ O2YSRAO KAIKE A=
5AM. My husband and | were both up in the middle of the night. After days and

days of feeling sick | had a brief window of feeling okay. In honor ofvthigayed

OYAY SieSsaK 2 Qa?2DdeSGila 2 KRB RaALl Ot ayitwas { f A Y



me. The first glimmer that | was coming backedanced for 30 seconds and | fell
into the bedexhausted

Towards the end of my stay, the President of RrsonaWaron Amyloids came

to see me, James Hoffman. It was a welcome face. | felt like years had gone by

since the carefree easy days of outpatient office visits in Deerfield. | was so
removedfrom that | no longer was hanging onto my vow to return to him, | was

just hoping to get off the A floor andjust make it back tehe 3¢ floor outpatient
transplant centeiagain | would think about Deerfield late©ne step at a time.

Hoffman was shocked to see my eyklsad reportedo him purpura as a

historical symptom but with the Vaseline on my eyes he had never witnessed it in
actuality. Now due to a low platelet count from the melphalan and lots of

retching from the dry heaves and vomitingy eyes were black and blue from the
eyebrowline until the top of my cheekbone. | looked like a horror story. Hoffman

got excited to snap an anonymous picture as purpura is such a misunderstood but
highly relevant diagnostic amyloid symptoide wanted to use me to illustrate

this symptom in his widk with others.Well so glad | could be of help buddy. We
visited for a short timeOl Yy Qi NBYSYO6SNI I RIYY GKAy3
Of 2aAy 3 NBYIFINJ] XCdzftf NBYAAAA2Y AY HAmMCO
from me.

Let me tell you hoyjust hownot vain this disease af 0 8 Q GNBI G YSy G Ol
girl. | almost forgot to wré about losing myhair. Nine days before | was

admitted | chopped off my collar bone length hair into a short punky Jamie Curtis

type cut. They recommended doing this to &l/the depressiorassociated with

watching your hair come out in clumps after you drinkthe Kodl R® L RARYy Qi
to walk around bald any longer than | had to so this was my compromise. Twelve

days into my stay in the hospital | had really not lost veagch hair. My mind

FESs Ayidi2 RSYAILfX YIeoS AG glayQil 3A2Ay-Z
hair. Day 13 changed this short lived wish. My hair started falling out everywhere

and within a week | was bald.

As soon as my counts started rising they stattediscuss discharge. | took a few
nupogen shots to assist my white blood cells in climbimgas not redy sure how
that worked as the neupogenould artificially inflate the numbersnly then to
wear off andthen just drop down. Why not just let them climb naturally? | never



asked about this believing that Pereira was a master at what she was doing.
LESSON#23KAE S Al A& J22R G2 &) [[dzSEGA2Ya&s
everything.

Not that | wanted taremain in the hospitahny longer than necessary but my
weakness and ability to function outside of the hospital wasiaknown We had
made a list of people who agreed to either babysit or shop for me if necessary but
my husband wanted to be saléliantas much as possibléhad entered the
hospital on November 8and now they were planning to remove the port on
December # and tell me to go home. | negotiated be dischargedn the 5"
because | believedith my diminished energif would be too mub to have the
port removal procedure, pack up the insane amount of stuff |, kealze the
hospital and go home all on the same da\l that seemed in my mind more
grueling than running a 26 mile marathdn.my post transplant days | have been
very cardul about over extending myselfiot quite sure if that is a tool or a
weapon.

Please recalhow my fears of being rénfected after transplanturing the port
removal.Pereira gave me a prophylactic dose of the specific antibiotic to combat
the infectionl had in Novembebefore the removaX 2 dza (i Risgky Ol a S ®
management had determined my blood had not been infected BUT we know my
skin was. Anyway they did assume a lot of concern over my comfort in returning
to the scene of the first infection. To thahe the head of Risk Management a
wonderful man named Arseniamversaw the entire operation even accompanying
me to the procedure. Talk about customer service. Thank you U of M. for taking
my fears seriously.

Discharge Day. The great nursing staff Almdady educated me backwards and

forwards. Warning signs of infection, when to call the doctor, low bacteria diet

6y2 FTNHzZA Ga&a YR @S3SGlofSax Siderdalyad adAaftf
covered.l was ready to goeven though | wasoncerned aboumy vomiting |

O2dzft Ry Qi & G IS8l nat fedingBrea¥ itk tth§ tabthey had

accomplished what they set out to, discharge was the next stepspretty

scaredabout all the storieshadheard about people early in their recovery fino

stem cell needing to be radmitted to the hospital. | had no illusions about how

fragile | was. | DID NOT WANT TO COME BACK TO THE HOSPITAL. Although | was



not energetic enough to demonstrate in a celebratory manner, | left having
succeeded. | had suved, Epstein Barr Virus did not take over and my bowels did
not shut down.True enough | had been sick to my stomdwmht | hadtotally

avoided the serious side effectdlow if | could just achieve full remission my life
would be totally complete andgrfect. The last 2 years had humbled me, made
me grateful for the basic things in life and made my goals a lot more primary and
simple As they rolled me off the™4loor in my wheelchair | issued a silent
prayer,d ¢ KI y{ @& 2 dz 3 dzPlaaseb& NdevBidhartii® bakeito/cante
back heree LESSON #24fe is a matter of perspective. | looked at the transplant
floor as trying to kill me, my husband saw it as saving my life. | choose his

glasses
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Phase 2The Saga Continues®rS QNB K 2 YESHafoldzBuyehany

handsome husband had to do everythingpart from sleeping 14 hours a night
with two daytime naps, | was useless. | could actually feel my body repaieifg its
insidewhen | laid down to restGradually, | was able teash a load of clothes or
empty the dishwasheit took me two full weeks until | could sit up in bed and
open the mail that was waiting. | had raped all our savings to pay bills ahead so
there would be no pressure when | returned home. | was always unsure just how
debilitated | would beafter my hospital stagnd wanted to be preparedvy

husband is not the best with business mattdre excels in many other areds
wanted tomake sure we kephe homestead functioning.

| had terrible stomach achedifficulty eating, and swallowing pilighen |

returned. The melphalan had killed some good stod. We knew | would have
some extra absorption problems whibly the way is the core of ngre-existing
bowelproblems Unfortunatelythe melphalarfurther damages the finger like villi
that suck the water out of your gut, a weakness for all celiac pedjle.vomiting
would continue another month & progressiveliess frequency. But one thing

that caught my attention was that although the vomiting remained as violent as it



was in the hospitalt no longer caused my eyelids to hemorrhage. Could the
transplant have caused the amyloids to retreat at this early &ymild | be in
remission?| tried not to hope too hardbut it was pretty exciting. wanted to be
in remissio with all of my heart and souluBl knew that if | was nat remission
| wanted to be able to cope and not fall apart.

Amyloidosis presentéme with a whole entirmew set of things to dream, pray

and hope for LESSON #2%ope for much. Expect nothinghis lesson embraces

a fine artof detached balance. My hope becaithe life blood of my heart and

my being. | knew a¥eremiahtold me that Gd had a plan for my life First John

says that Héears therequests that are in line with His wilh the caveat present

at the end of that last sentenc&xpecting nothing helped me to maintain

humility and bufferany entitiementl might havethat a good outcome was owed

to me. So | was able to approach God with the hope in my heart that remission
would be His will for my life. Philippians 2 verse 13 helped me to ask God to work
AY Y& KSENI Ay OFasS Al g ai@éntedtblBe Y dzOK
in remission| also wanted to be okay il &y Q0 ®

A medical iliness detracts from our higher ordered needs and desires. | needed

nor wanted gifts upon my return home except for my health to be reinstituted. |

did however receive one offte most meaningful gifts from two of my stem cell

mentors, womenl hadmentioned earlier. The gift was fronKathy and Kinwho

had amyloidosis and had undergoreestem cell transplant and were able to

resume their passions; one returned to long distance ibids the other to running
marathons.Positive transplant resultdike that arenot commorplace amongst
amyloidosis patients Y A Y | YR Y | (i Ktérixa thelir Bfe\viithsd gwuchi 2 NI
strength isinspirational. | like to think we bonded not just becausee have the

same disease in common. | like to tell myself it is because the three of us are

athletes and | hope | am at lea$ialf asgutsyasthey are. Anyway before my
hospitalization they joked that | was trying to join their club or their sorority.

They told me the transplant would be my initiation. | was told | was going to go
through hell week like the college kids. Whany transplant wasover | said |

wanted extra credit because hell week lasted 18 days! Anyway a package

arrived from these two womerat my home. In it was a shirt that said Kappa

[ F YORF CNBS [ATIKIG / KFEAY {2NRNARGEX aSYoS
great. | had officially become a survivor.



We hired a maid to come in and clean my littlemrdo to take the pressure off of

my husband. With a low immune system you must be vevery carefuland

very clean | was onheightened alert | like to sayl wasappropriately paranoid

to minimize my risks. One night | started to run a fevandit went to 99.5. Over

100 degreesmears2 dz 32 o6+ O]l (02 (GKS K2aLWAdlft o
that had ithappened would have lied. I did not want to go back to the hospital.
That is really the only close call or complication | had the first 100 dagist was

still a pretty tough oadto go through

Being at home again, people start to ask hemeyou are doingThough a simple
guestion on the surfagavith amyloidosis that requires a loaded response. Let me
see if | can break it down for you. The first aspect is recovery fronréaément

itself. The stem cell transplant is an aggressive and drastic procedure. Rest,
isolation, how | was actually feeling and regular stddd®d countsdrom Pereira
were the indicators that said | was doing well in this area. | was slowly regaining
strength, had improved appetitdess stomach distress etcad complicated part
comes irknowingthat your body can possibly be healing from the stem cell but
may or may not have gone into remissivam the diseaseDid the transplant

shut down the clonal light chain factory that was producing the demon amyloids?
The degree of remission you achieve determines if your organs recover from the
onslaughtof damaging amyloids. In my case organ recovery meant a decrease of
leakng protein in my urine coming from nkydneys and a cessation of the

purpura in my eyelidddow much remission the transplant yields has an impact
on your predicted survival so it is pretty serious stlifie neasurethat

determines if | was in rensgon is the lab test that started this whole mess, the
kappa/lambda free light chain and ratio test. And that test was not scheduled
until 100 days from transplant. So although | was very glad to be getting better
from the treatmentin the hospital, | wasot able toreallyjump for joy yetas the
success of the mission, obtaining remission still remained cloaked in mystery. |
was trying to be patient but | was becominmpre thaneager to knowwvhat the

hell was going on inside my body!

Before | proceedrust let you know all my life | have struggled to learn how
normal people cope. | watched and studied healthy people to observe their
patterns. This stems from a very dysfunctional upbringing; an emotionally
unavailable dad and a histrionic mother. | nekaew whether it was more

¢ K



appropriate to get into a frenzy or not give aflyingk y NX alLlR2yasS G2 f
difficulties. This inner conflict was translated to my relationship with God taking

the form of not knowing whether we are supposed to just accapt o

circumstances or fight back. With age comes a little wisdom. | have realized | can

do two things at once. Coping does not require an all or nothing at all mentality.

With this little backstory in mind | approached Pereira to aslafogarly Kappa

light chain tests. Whatever the results | had to believe God who had gotten me

this far, would give me grace and guidance to cope (accept) and press forward

(fight).

So on January, 2016, (45 days after the transplantjook my nervous little self

to Questand had the tests performed. It takes a weekdgeive the results

Recall, if you will thatl possess aadvanced degree on waiting faest results.

¢ K2 dz3 K dxtradrdinarify@aryduring this waiting period the tensiondid
become wearing. | was prayed up, | had done all | cédldhe nonr important

results trickled in firstFinally one week later the kappa /lambda results came.

The intensity never wanes when opening the envelope that contains such
powerful news. My kapa level haddllenfrom 345 to 29(normalbeing no

higher than 19) and my ratio had gone from 2&@.90 ormal being no higher

than 1.65. The Kool Aid had killext least some of the clones! Gratitude and

relief flooded my mind and bodyhe docte commentedthat the levels could still

go up or downthat nothing was definitive till we reached 100 days. But they
GSNE LINBGGEe adaNB GKS fS@gSta gSNByQlu 3I2A
hoping for much but preparing to cope if not. | had amtl continue to lean on
Ephesians 3 verse 20 that God can do exceedingly and abundantly above all that
we askor imagine. And | knew that to be true, truly I did. But | also know that our
will does not always match théill of God. But it sure feels greahen our

prayers, longings and desires line up with His.

When | was released from the hospital | was put on a followutpatient
schedule, startingwice a weekFor the first three weeks that was my only social
contact apart from my husband. | had ooeto talk with in the first daysit

home. | believe | was driving my normally quiet husband crazy. He had already
nicknamed me princess talks a lot! So even though itadasg trip for me all

the way to the U. of Mithe chance to interact with others was inviting. | got off
the elevatorfor my appointments with Pereiran the third floor outpatient



transplant floor knowing one floor up was th@patienttransplant floor. A bit
superstitious | would send my husbadd.d 2 al @& KSff2T L 2dzad
My appointments consisted of havirtgbs taken and saegthe doctor. | was so
weak | had to use the wheelchair to get around the hospitéhe early visits
There were a lot of sick people in the hospital anskemed a very threatening
field trip for an immumlogicallycompromised patient. But | was too far in to
question protocol at this pointfter two weeks | was titrated down to weekly
visits And then because it wahie Christmadoliday seasomnly onemonth

after my release from the hospitahey let me go three weeks without a medical
I LILI2 A Y G YSY ( @it was BekaRsg &véaryoheyvAsaakirgtholiday
vacations or because | wakingmedically stable but it was fine with me.

On myfirst hiatus fromappointments athe U of M | began to walk outside
around the circle | lived oitt was the exercis¢éhat signaled my turning of a
corner. | was still living basically in isolation but functiormmadj insidemy little
0dzoof S 27F I & Bick&ymokebuphadipgaRsiamidahd the

doctors were pretty much leaving me alone. | knew that would basically end when
| passed the 100 day markhen the doctors would swoop in like vultures wanting
to reassess meMid- January until February #avas a continued respite from the
world, but a respitealsofrom the doctors who had invaded my life from every
possible angléor the past yearl felt safe during this time with only an occasional
thought about remission intrudingl was in a holding and healing mo&o my
venture outsideo walk became the structure | hung my hat on dafyfirst it

wasa walk of half block then one blogkt took several weeks to make it the

7/10 of a milethe full distance of the circleived on.

The next challenge would come danuary 8. | became ambitious and decided

to try to ride my bike. In my former life | had been a distance runner capable of

running 26.2 miles at a clipgot on the bikenow picture this with rubber gloves

and a mask(asprotection fromoverly friendly neighborasho were coming too

closeto me). A mask is a great tactic to keep people at bay. | looked a mess on

this bikewith all my protective geai.rode that first day 7/10 of a mijand was

forced to tale 2 breaks just to make it around. My legs were in searing pain; | was
totally winded and sweating when | finished! ¢ L 5L5 L¢d LG g a
felt like a marathon to md.used my skills acquired from my running days

negotiate and confronthis new activity From then on my training gene kicked in



and | determinedo make it 5 miles. It took meweeks but by aboutFebruary

10" I rode that bike5 miles without stopping Y R Y&  $3&8 6 SNBy Qi
screamingAchieving these exercise goals elicited joy in me as strong as winning
trophies for either running supefiast or extremely long distances from my old

glory days. Seven though a 26.2 mile marathon was no longer on my to do list

that same hearandspirit were fueling me now. | agstrunning a very different

kind of race now.

By late January early February | can honestly say | was starting to lose my mind a
little bit from being alone so much. | had definitely been overly conservative with
the risks took coming into contact with other people as my immune system has
always been my weakest linkdid not want to risk secondary iliness or infection.
Since my transplamecovery occurred durinthe winter months it appeared that
everyone knewwasstruggling with some type of cough, cold, virus ordiuing
January and Februar@thers were as scared as | was of harming me. One night
feeling like | would lose it, | called my second family the Casteleiros. This is an
extended Cuban family with 2 smatbgdchildren. Somebody was always sick in
that household. Desperate to get oot the housewe formulateda plan. | drove

to their house cracked the car windoysat with a mask and gloves and la

familia surrounded the car and we talked and visitednuist have looked pretty
silly but I left with a deep feeling of satisfaction.

About this time | started to reconsider my relationship with vitamins. | had been
given the medical go ahead about one month pastnsplant to resume my
supplements. But | didot. | wanted to rethink what | was doing. | wanted to try

to determine which supplements were necessary and helpful. | was doing better
than | ever thought possible without any vitamins. Before | had the transplant
well-meaning friends had advised me to consider alternative treatments and go
greener. | tried to explain to them what | realized. First of all my system was fairly
clean. Secondly this disease did not occur becausss ltoxicl had a genetic
mutation. All the green drinks in the world could not undo that mutation. The
balancel perspective | reachedvas that the naturhalternatives were important

in strengthening my immune system for the fight. Perhaps my supplements were
a force in me doing well in ghstem cell transplant.he curcumin may have also
been one of theeasorsthat my light chain numbers did not progress in the two



years | took this substance and hadstdisease. But in the end | kmé needed
medicine.

| began to take omore challengesas well. At this point in time my appointments

with Pereira were monthlyAlthough my faithful husband always accompanied

me, | started to drive the 40 miles to the University of Miami on my own. | wanted

to wean myselfrom dependence on my husband asdligh the monthsof his

caretakingl had become reliant. | was not strong but | kept pressing forward

slowly. One day | had to go IN the bank. The bank is a very dirty place. | gloved

and masked up. | had a hat and sunglasses, one crazy looking chaAlicges
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the chair andhe worker@ desk. made a lot of progress in February and began to

plan that my recovery would continue fwoceed onward and upward did not

factor in room for setbacksSetbacks| was to learrarea part of the processlhe

February 28' 100 day testing waalsocoming incrementally closer.

In the back of my mindroted that it wasnow three months since the transplant

and | had not suffered an Epstein Barr Virus episode. | dared not say it aloud so as

to not jinx it. I am originally from Philadelphia where we are raised on an almost
religious respect of the jinx @Sy G K2dzZaK L RARY QU RB | (K
eventually got an EBV episode at the end of February. | stopped all aahidity

retreated to my bed in respect to my fragile status. | was very impressed with my

lack of resilience as even though theute attack lasted only 5 or 6 days, | lost a

lot of ground and would struggle through most of March wdtminished energy

and fatigue.

The setbackvould affect me mentally as | had no distractions apart fichrelling

onthe recovery of my healthAlone it becomes a lot easier to allow your thinking

to go south, than to stay uplifted. My spiritual life helped me msé&memid-

course correctiond. also realized | had gotten ahead of myseliny mentally

plannedout upward trajectory of progress.had notconsidered ofactored in

regression. Also in the midst of a fall baekds it becomes difficult to realize you

are not in freefall but have only gone a step or two backwartiat famous smart
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after you have weathered through itRecoveryas is life is not a linear
progression.TheEpstein Barr episode also was the event that convimaedt
was time to start reconsidering some vitamins. And Istiedt back on
supplementsn a much more limited manner.

February 28, 2016 Truth time arrives. The bubble of innocence that had engulfed
and protected mewhile | rested at homgelatively unbothered by the medical
communitysince my return home obecember5, 2016 would now start to

erode Tests would be taken, results would be given, opinions woulehaered
and recommendationsffered. Knowing this was coming helped to paee me to
shift gearsand resume a more active mentality agamorder to confrontthe

next phase of my recovery. Therefotg@roceeded back to Quest in the same
soldier like obedience | had presented myself some 100 days prior to the
University of Miar4™ floor. Having become a veterart tne blood drawand
results gamel knew that that week would only bring the secondary resulisie
light chain test resultghat would broadcast the success or failure of the mission
would come a week later.

Howeve 2 or 3 days later a big surprise came. | reakthe 24 hour urine

results. | had been told by many sources that it takes a considerable amount of
time for the amyloids to regress and hence could take about one to aaosyfor

a drop in protein taegister. My peers in the support group bore witness to that
fact. So as | was ready to open the urine results, | prepared myself to accept that
the protein level would probably remathe same around 1200which wasmy
pre-transplant level. | did not wartb read into theprotein results possibly

staying at 120@&simplyingl was not in remissiofl hatprognosticresponsibility
belonged only to the light chain leveGood mental state helps acceptance.

As | opened the file on my computer my jaw dropp€lde level of protein had
dropped from 1200 to 270. That was only 100 points above normal. | was elated.
The thoughts rushed in that if the protein was dropping and the light chains were
creating theamyloids and the amyloidsvere creating the protein imy uring

then a drop in protein must mean the light chains had been destroyex

follow me heredet me try and break it down this way. If A (the light chains),
cause B (the amyloids) anB (theamyloid9 cause C (the protein) then if C is

going awayt has to be because A went away. Right® needed to be right in



this hypothesisl know this stuff gets complicated but | need you to get my
reasoning. Down the road | would learn from two doctors that my reasoning was
absolutely right. Sometimed get weary of being immersed in #lis medical
knowledgeand terminologyBut it is my life nowAnd it is better to be informed
than not to know what is going on, no matter how complicated. | just need to
remember to factor in some fun in between #ilese damn tests. Please call me

up and remind me as it is so easy to forgétat feels good to get that off my

chest. But for a psychology and mental healterson | was starting to kick some
serious butt in my new career as a jail hoh&enatologist

My girlfriends get happy from going shopping or taking vacations, | find true

happiness from opening good lab results and boy was | happy. Whoslayirl

down! | had already seen the consequences of getting ahead of myself. The only

thing that could pree for certain that the clonal light chains had been eaten up
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not come until the following week. | tried to be reserved and hide mj@r my

protein level decreasindput | was beaming with hopefulness throughout my

body. The rest of the week was a blur as | tried to busy myself with other

activities. By Sunday night | was irritalitee tension of waiting wearing me

down. How is it you can want something to come so badtyape scared of it at

the same exact time? On Monday the results came. For the first time in the two

and a half years | have been opening the results from kappa free light chain tests

the results were not in orange they were in green. Could | actualiy tree

normal range?? Yes | was bainythe green. The ceiling for the normal range

goes up to 19.6 and my level had dropped from 340 to 18. Thank you God. The
second remission determining test was the ratio between kappas and lambdas.

Mine went from 230 1.70 with the normal cutoff range at 1.65. | missed it by
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they? | was so happy | wanted to screamstead 2 dza § FStf Ay 2 Yeé
arms and cried.

So now it is Marttt 7" and | have an appointment with Pereira on thé"10am
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something unforeseen happemsefrainand restrain myselirom blastingmy

news all over Facebook and the rest oé ttivilized world. Pereira would have to

crown me officially for me to wear that title. Thursday comes and we ride on



down to University of Miami happy andittle cocky that | will be inaugurated

into the complete remissionlub. When the nurse enters étvoom she is
businesslike unconcerned about my resube informs me that if all goes well
today | will be cut down to every 3 months and when | return in June they will
expect me to start the revaccination program. | was a bit shocked as | thought
that was not supposed to occur until one year out. My surprise was translated
into this nurse advising the doctor | would brow beat her about the vaccinations.
LESSON #Z7&aking care of yourselfan sometimes be misinterpreted by medical
staff as rebellion Teke care of yourselanyway.

Whenthe doctor came in | nide sure she knew that my issualsout vaccination

were born of legitimate concern. | informed her | had done extensive research. |
wanted to have my ters run to make sure the vaccines were in fa@tessary. |

also wanted to have a lymphocyte panel done to make sure my immune system

was high enough to wage an immune reaction in response to the vaccine. It is so
YAOS (G2 KIFI@GS | g2NJ] I of SShédgredd o mMgpadg. KA LI & A
Next whenPereira pulled out my results she told me she was thrilled. All the

indicators were looking good. The kappa level was back in the normal range. The

ratio was .05 over. Complete remission | asked shouting? No she said {h&s05

you out of range. My baltin was deflated. | had wanted to hear those words so

badly [ 9{{hb 1 HY 52yQi f2&S aArAdaKia 2F (KS
perfection.Who made up these numbers anyway? Only God really knew what

was going on in my body. | refused to let my atsee need for perfectionism rob

me of this joy. | was feeling gogitiings were looking goq@nd | had a great

response to a very big procedure. Get with the plan Andie. And | did. In the words

of my very wise husbarid usi pMl upo | 60 &¢ Igbt bad into the celebration

with my transplant doctor and my husband. When | tetit day,Pereira released

me to go back to Hoffman in Deelifieand to come see her again in 3 months

Her parting instructionswere@ GAYS (2 adr NI tyb@WAy3 | 3l
start living.
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In the last six montk or so they had scared the dayligbts# of me, they had
treated the daylight®ut of me,andthey had isolated the daylightaut of me and
now they wanted me to live again. Not so sure | know how to do that. They say

(et

w»



you never forget how to ride a bike, but | was not tla@ne rider,the landscape of
my life was blank and the restrictions and concerns had me confused as ttmhow
proceed. Coupled with all of that, | had really failed to redefine myself and
establish a meaningful posétirement lifeasl hadstumbled into retirement
unplanned and unexpectedBeing a therapist for 34 years had occupied a big
chunk of my identy. | was floating in ambiguity before the amyloidosis reared its
head; now that schism of who | am and what | am doing loevesa little larger.
LESSON #28ho you were is not necessarily who you are now or who you will
become. Redefining the self is @&cessity of life no matter what fueled the need
for the change
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the road of mental sicknesdue to a variety of losses that would not allow them

to be the person they we. Inflexibility and inelasticity can cause tragic
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apply this to myselfas | ansearching for a newear to live inl should be okay

But it is a very good thing | can drive a stick shift. Changing gesnisdasy but it
iIsnecesaryin life. As unsettling as coming to grips with possibly losnydife is,

no one warned me | might struggle somath whatto do with that life when it

wasgiven backThe process of being diagnosedh an incurable diseaséhe

treatment for it, and the isolation of recovetyad shut my vital juices down,

reduced my goals to very primary ones and rendered mevtagiin a survival

mode. | think the doctors are tryingtotell mRR2 y QG KI @S &2 f A JS
much nowbut | amstill too uneasyto come out of the bomb shelter where | have

been hiding.

Writing this book has been a big step back into the lanthefiving. My body is

still fatigued and lacks stamina but my soul and spirit are hungry to be helpful and
find meaningful activity. In my career | exerted very little effort in finding the jobs
| had but rather seemed to let God move me from place tage where | was

needed mostnever missing a dayf workbetween jobs in 34 years. Perhaps this

is just an expanded opportunitp use my trust and prayer skills and allow God to
place me, and use me according to His purposes. It will be a welcome atfange
pace to pursue Him about something else besides those damn light chain levels.



One of the issues | ran into, in my reentry ieteerydaylife and you may not

believe or understand thisyas coping with normal stressors. | had been
withdrawn from regudr concerns antiefore that hadoeen facing life and death
issues for some timd-or several months | was in a protective bubble in my home
with very little demands from the outside worldt becamedifficult to put regular
problems in perspective and noverreact. | became easily overwhelmed when
scheduling more than one task. At first it was because of stamina issues but then
it became about lack of confidence in my ability to function well. | had had so
little on my plate for so long even a small amb seemed too much. Thied to

feeling like | was failindgVly husbandchasalways saidhat | juggle and handle huge
problems with masterybut get tripped up on the simple things in life. It was
looking like he was rightlow could someone hit a home rumcourageously
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unexpected request. think the threatening aspect is that | am aware that
everyoneelse is livingpontaneouslybut | am still tightly wrappedoreoccupied

with being safe. How do | let go?

Another issue is the task of enjoying the remission you do have while the cloud of
NEflFL&AS KFEry3da 20SN) @2dzNJ KSFR OF LI o6fS 27
not. Relapse can possibly come in a minuteg ohay, in a month, in a year or in 20
yearsa® RIR RASR 2F [2dz DSKNARAIQaAZ I RAASI
chances. | try to remember this when | feel down about my situatéwd has
usedrelapseto reduce me from obsessively living years infilt@re to living one

day at a time. This is a gift because in and of myself without the terms my

condition imposes, | was unable to accomplish living so strongly in the present.

Every transplant @tient knows this, but we mustke the standvith ourselves as

my mentor Kathy taught mehat anyday inremission is a good daghe goes
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Eventually | stopped beating myself up and s#drto just understand this was

another phase oy recovery from serious illness. | am quite sure when | master

this level the next phaswill present itself. | always taught my clients that you
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been a little less honest witthém; it would make me feel like less of a hypocrite

when | want to cut and rurNow | know it is time for me to hit some more home

runs, but honestly starting out with a single or double will be more than just fine



with me.| gotta getbackup to the bat gople! | am two and a half years away
from 10 hour workdaygyoing nonstop from oneclinicalarena to the next,

rounded out by dailgxercising and household chores. The load | carry in my life
now is a fraction of that but feels so much moidaybe the threat of active
amyloidosis rents too much spadeguess | will just have to learn to bloom where
LQY LBAYKRSRKIG LQY 3IAAGSY

After weleftt SNB A NJ Q& 2 F'FHEO&d dsglssedlths drctivena
gave toget out there and live again and how we could apply it to our lives. The
past year we had been close one anotherbut to say that fun was missing from
our lives would be grossunderstatement. With that in mind we decided to do
what we used to be vergood at planning fun activities. The first was an
overnight trip to Naples to see cousiblde and Shelly and thernsit withmy

friend of 49 years fnm middle schogIiNoodle. Next we booked an airline
reservation for late May to Tallahassee to see twongfgrandkidsJustice and
5FA2FK 3INIRdzZr S FTNRBRY KAIK aOKz2zxiy® LG KI
grandkidd Y R 0 2 & LOneéXf thle®hingsdvk Waintdd to do was have a

party to thank everyone for their support amelebratemy survival. Welecided

to time this with our 18 wedding anniversary in July and have a big luncheon. |

am a little nervous about being around so many people in close proximity

probably wanting to hug me. But this is a better problem to have than the side

effects of mdphalan, you think? Lastly, when the heat started to turn up last
September we had to cancel our yearly vacation to New York. When we thought
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for being smashed witface to faceNew Yorksubway contact. Insteage

decided on Boulder Colorado late August. We will see cousin Don and also

possibly see a game at Mile High. My life will be complete if | make it to Mile High
Stadium. KE says my first husband was John Ehaagl my sa was Terrell Davis

| loved those guys so mudBeing in the stadium where they played will be a peak
experience for meAll these plans are a bit overwhelming like going from 0 to 60

in one shot But if | pare my expectations down remembering | am hetsame

person | was last year | should be findave also returned to church. A big shout

out to Charles Stanley who was keeping me gomg Vin the isolation days, but

nothing like worshipping in person in my local community of believers.



Let me gre you even further evidence of the vanity killingeets of my stem cell
transplant.l forgot to even mention that my hair started to grow back in-mid
February The hair is a lot grayer than my pteansplant hair, but hell | am in
remission baby, so it is all good. Because | forgot to write abdutai] toadd
this pieceabout my hairthat you are reading right nowit is anafterthoughtand
linsertedit into the textat the time that editing bega No lie.How does a
woman forget to say that her hair is growing back?

But seriously | understandably neglected my appearance for the past months. |
g2NBE ol 33e 3Fey Of20KSa SOSNBeYBY&RAR2YYAY
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much about how | wear my hair or if | gain or lose weight was starting to make

some comnents about my appearance. The comparisons he was making were let

me just say not very nice. | tried to play the hurt card, but like everything else in

this chapter it really was time for a change; a time to move forward. | started slow
withjeansandtaB NE R 2NJ FAGGSR AKANI&a® L 02dAKI
occasionally. Therdid a big breakout move anadlore a dress to church! Strange

and weird at first, but | did | feel and look bettet.taught my clientshis principle

about changeyou make themoveforward when the pain of the change is less

than the pain of remaining the sam&here was definitely a big paypéfetting

out of my comfort zone andhedding my hospitaind homeboundseclusion

outfits.

On March 1%, 2016 | resumed my care with .DHoffman in Deerfield.felt a

deep joy to returrthere, a sense | had successfully completed one leg of the
journey, which in fact | had. Hoffman and | were glad to see each other like one
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down to the nitty gritty of my numbers, questions etc., Hoffman noticed both my
husband and | were wearirghirts marketing the fight againamyloidosis, so we

both made itintol K S R awitér addddritthat day. Thehashtagread
#motivatedamyloid patierdndhehusband. | guesse are that,but so is hetruly

caring about the advancement of the fight against the disease. Like Pereira he was
very happy about my results, however his main concern was that my remission
numbers stick. To thagnd | will see him monthly and be tested tbree months.



If the light chain levels stay pute said he would be delighted to crown me in full
remission, if they do not we must consider medication.

So let me tell you a funny story before | reveal the outcome of the first of the 3
monthly labs Hoffman wanted toeview. The week while | aryies again waiting
for the results to come in (my part time jgd)received a letter in the mail
thanking me fora $50,000 contribution to my retirement account. | did not make
any contribution, in fact | severed employment 16 years ago with this employer
and am not permitted to make further contributions. | deesomecalls
investigatinghe situationand| am told hat the employer made the

contributions and no one knows anything more. So in my mind | have done my
part and | am mentally planning how the nmenwill be spent. The point | am
going to geto, is thatremission igriceless to me. As the time came for toe
open the light chain resultswas waiting for| humbled myself in prayer and told
D2RX¢ ,2dz Oy G 1S (KS bppmanoherspa&dedi f St
time | would be praying to keep the $50,000.

So he April testsare openedand the levés have not moved. Yayyy!! Another

month in remission. Two months down and one to go to my possible coronation.

And the next day the call comes, they found the mistake and the $50,000 is now

in the wind. But | am in remission and there is absolutely notleise that

matters morea 2y S@& Ol yQiU o0dz22 3I22R KSIfIiK I yR
am in remission today; | am a very rich woman.

Hoffman was not pushing me at all about the vaccination protocol. | scheduled
and went for a consult with an immunoli@f; He ran titers to see if | had coverage
for all the proposed vaccinations. He also ran a newdabéda lympocyte

subset panel to test my Gielpercells and NK Killer cells to determine if they
were high enough to even form a reactionresponseo the vaccineThe results

of all this lab work was very telliniyly CD helper cells were as lowedsll blown
AIDS patient. Vaccination will have to wait. Though this is a hematology problem |
learned that consulting with an immunologist was a veryevaecision. Secondly
the titers revealed | was still covered for all but 2 of the 8 vaccines they were
trying to give me. | avoided a lot of unnecessary medication being injected in me
for no reasonLESSON # 30 Search things out. Research. Ask a logsiians.
Gather information.




And nowon April 20, 201@s | discusthe tasks, trials and celebrations involved

in my reentry, | celebrate my 5 month postansplant anniversary. And today is a
special day for another reason. It was 5 months and 18 days ago that | had to say
goodbye to my pool and my love of swimmingrajawvith it. But today in my best
Adele voice | was able singhello to my pool again. | felt free in the water. | feel

my muscles moving in the water. The sun feels good shining on my skin. | am
alive again.

IMPORTANT NOTICE

If you have beenreading-along thus far'andiariirly goodhealth, youmay

have thoughts that lwet through a lot. ' This diseaseris:really-arorrible one and
the level ofsuffering-and paithat | have gone'through is-nat allrepresentative

of what most-amyloid patients.go through:dvMost.have multiple-organ
involvement,  (heart| lungs,-nervous:system|-kidneys;rgastrointestinal ;liverrand or
spleen)..Every day:hahearng accounts oAmyloidosis patientbaving to have

fluid drained, rampant/diarrhea,-heart and kidney fail(some-even require

these organsdo be transplanted);-dramatic weight loss; inability:to-eat; screaming
neuropathypainandblood pressure solow they:cannot:stand uporFrom:the: tone
of my writing you can-tell that'l-have noteveame close 10 anything l:have: just
described!| amonly:taking 2-medications due to-the transplant thosermeds

are slated to'be-discontinued in-anothercmontiost amyloid-patients are: taking
tons of medication! openedrmy book:stating :had dzNJZ kubit 2Qsisi you
understand.why might-feel that wayf?early diagnosisccould affect/otherstin:the
manneritthas helped me,chow cand:notwant:to get out there and:scream this
messagerinsomeapacity? want to find some.way 1o get the-early-detection
message outl have witnessed many-people: just wandering around, for years,
getting sickerangicker, whileossed from-doctor to!doctor-failing to.make:the
diagnosis: Many die-before thegceivethe right diagnosis, otherget diagnosed
when they-are-on deaths-doorstépo late for successful treatmentintervention

The medical community ust ask itselfwhy doctors are failing to:make the
amyloidosis/diagnosis in the face of gross symptomology. The medical ecommunity




must look-at-one:woman whowas ableto obtain-an.amyloidosis .diagnosis with a
paucity of:serious,symptoms but:a-great physigiaticing:some subtleridging; (a

telltale amyloid:sign); along the/‘edge 'of-hen tongue:n-ordertofind amyloids you

must consider. and think-aboutamyloids2 @z 't O/ V1@ Gou FAYIRHG K G & 2
about or look/for.a/@moXo2s ol /25t s A2 ibom fok-FTHiE okl A Y & X
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achieving.an early diagngosis.
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Duringrmy:career asatherapist i would-sometime -ask-a: client:.the following
question.oDo yourthink you aretattracted to me or-feel closeto me-beeafsny
many years ofchooling; training and-degrees? Or\do you think/the-bond we have
is moreabout youtbeing/drawn-tall that Ihavesuffered-anddearned from:in

life?¢ The answerwaslalways-the dater: Struggling as ayoung girtto-understand
the termsofithis life:and also te learn how to .copewithiihecame-obvious'that
difficulties are universal-regardless .of-age, sex,/gender; colorreligiontetc After my
initial conversion to_Christianity: as,a.youngrwoman of-23; my strong-attraction to
my faith thas-been and-continues te betastrongrpromise that geaw inithe

midst of darkness;, problems:and adverslitioved:the idea thaif we had:to

suffer intthis! life; thasuffering.could-be purpaseful ormeaningiiive brought

God intotthe-mix-of our circumstancéhese pastdfewyears: have provided-a very
strong opportunity: to test this hypothesegain-and ' do believe it remainsitrue. |
have grownin spirit and-charactethrough this verydifficult:time.



| would be honoredsif you would continue to:stajttwme as . share-some ofthe
Scriptures that have.impacted my struggle to cope withcmy-diseasemy plight

to spirituallyevolve insspite othat disease Initially, 'I'"hung onto/Hebrews 12

verses' 12, Therefore sincewe have:so great acloud of witnesses, let'us throw

off everything that hinders and thersin.that so-easily-entangles and let-us run with
perseverance'the-race marked out for us: Letius fix-our eyes-on Jesus the author
and perfecor of our faith who:for the joy setbeforeiin endured: the cross.This
appealed to-menot just for the running-analogyAt first | focused onthergreat

cloud of witnessesand took to broadcasting my need-for pr everand

arn

in developing youown relationship with God.gained a lot of strength when |
stopped riding the spiritual coat tails of otherBacing God on my own anchored

me in a way thastanding orthe prayers of others could notet me explain

myself this way; my relationship with God is the cake and the supportive prayers
of others is the frostingThe great ironyf life is we do not flourish when we live

in a vacuum. W needothers to reach our full potential. Howevanly we can

run the race and confront the hurdles on our path; no one else can take our place.
| went on my own to face my transplant with the cheers, prayers and applause of
a stadium of supporters tucked away in my hedram stillcontinuingto face my

God one on one bulo welcome the prayers of anyone offering!

Since | was a very young Christian struggling with life drug free, healing from
being raised in dysfunctiolgw seltesteem and image issues, | was drawn to
Romans 5 verses® It saysBut we also rejaie in our sufferings, because we
know that suffering produces perseverance; perseverance, character; and
character, hope. And hope does not disappaistbecause God has poured out
His love into our hearts by the Holy SpiMiéow this is heavy stuff'wascoming
from abackgroundvhere maternallyl was taught that grass stain on you
clothes or eating after 5pm when the dishwasher wentwas a Greek tragedy
{KS ¢l a az2yYS2y $oddagthingtheghtedrnalSidemdd&eid that
things like losing your job dhe house werenly opportunitiesto do some more




