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Introduction

Like any major ill ness having thyroid cancer can be profoundy meaningful for both the patient
AND their families, friends and those who form part of their suppat network. The meaning of
the experience—what some call the ‘cancer journey’ -- is highly individual. The foll owing guide
will not provide medica information—that you can find elsewhere, for example through

Thry' vors website and puldi cations. Rather it addresses the emotional aspects of theill ness
Even when the prognasisis good, as is usually the case with thyroid cancer, most people fea

ill nessand loss losing control of mind and baly, becoming dependent on loved ores, and of
course pain and deah. In your journey, you may also experience sadnessat the lossof your
hedth; perhaps anger at your powerlessessas a patient within amedicd system that seldom
provides sufficient information a suppat; confusionin deding with changed rel ationships with

family members or friends; and finally; acceptance and renewal in the post-treatment phase.

Being aware of what to exped can go along way towards cdming the fears and easing the pain.
We hope that you will findthe tips andinsights offered in these pages helpful. They are the
result of research that one survivor did in order to understand better what had happened to her, as
well as meinsights of other survivorsin various sippat groups, bah onand df line. As your
family, coll eagues and friends may also be aff ected by your experiencewith thyroid cancer, you

may find it helpful to have them read it aswell.



Diagnosis. Waiting, Worrying and “Why Me?”

There ae many stepsin the diagnaosis of thyroid cancer, often invaving longwaiti ng periods to
consult with spedalists, get test results, or gain accessto specialized treament fadliti es. Most
describe this cycle of waiting, and the worrying that goes with it, as aroll er coaster ride. One
moment, you may be reasaured by a physician or other hedth praditioner that *all will be well’,
and the next moment you may hear a passng remark that sends you crashing into despair. Not
knowing what the future will bring, it isdifficult to make even day-to-day decisions, let alone
long-term ones. And, if you chose to wait until adiagnosisis confirmed before telli ng family,
friends and coll eagues, you may be fadng this anxiety alone, which oy compounds the stress
Some ded with this uncertainty by reseaching their ill nesson the Internet or through bools,
however, urtil adiagnosisis made, this may serve to worry you more than empower you. Others
are simply in shock or denial. Whileit does sam ironic, many people find that even if the news
isbad, receiving adiagnosisis metimes atremendous relief, as it marks the beginning of active

treament.

Absorbing the Diagnosis. How you absorb the news of a cancer diagnosis will depend upon
many things: your past experience, your personality, and your relationships with friends and
family. No matter how goodthe prognasis, finding out you have cancer can throw youinto a
tail spin. Thisisespedaly trueif you pgrevioudy felt well and hed no dher symptoms. On the

other hand, if you have had unexplained medicd problems or mysterious symptoms for a lengthy



period, and have had dfficulty getting afirm diagnosis, the news may be somewhat more

welcome.

When and to whom shoud you share the news? Whil e the patient has the right to set the agenda,
you also nedl to take into consideration those aroundyou. Some of you, in your circle of family
and friends, may want to talk abou it right away. Others may prefer to avoid the topic for a
while. It'supto you. But, remember that quality of life during treatment, even your treament
itself, are improved substantially when you have good emotional and social suppat. When you
arerealy, nurture your socia network by communicaing the news openly with friends, family
and coll eagues. Thiswill allow them the chanceto share their feelings with you andto offer you

help. Also, try to send clear signalsto family and friends when you are realy to talk abou it.

If you have dhildrenin your life, resist the urgeto try to proted them from the news. No matter
how hard youtry, they will hear the hushed vaices and seethe worried looks. If they don't know
what is wrong, they will im agine things to be much worse than they redly are. Aswell, children
often blame themselves for whatever mysterious upheara has descended upontheir family, and
thisonly adds guilt to their bewil dering fedings of fea and o abandorment. Instead of secrecy,
try explaining in simple terms that “Mommy (or Daddy) will be sick, maybe tired or even sad for

awhile, but will get better intime.” You'll be surprised at their resili ence.

Many people have difficulty communicating their needsto athers, especialy when they areill



and vunerable. But keep in mind that most people will be happy to help and support you, if they
know what you reed andit is smething they can do.Here ae sometips.
Get in the habit of telling people exadly what kind d help and/or suppat youned, i.e.
be spedfic.
Beredisticin your requests. Don't ask for theimpossble.
Spread your requests out among a number of people so that no ore personis overloaded.

Make sure your requests are suited to the person you ask.

Why Me??. Soorer or later, at some paint in your journey, you are likely to ask this question.
Why did | get thyroid cancer? What does this mgjor interruptionin my life mean? Y ou may
exploreit at the time of your diagnosis or you may delve into the question later on, after your
treament is finished and you are recvering and/or thinking about prevention. The question
comesin two parts. One involves the statisticad probabili ty of getting cancer, which in turn
relates to the nature of the diseaseitself and its causes, or risk factors. The other isthe meaning
that you personally attach to the experience, that is, where and haw it changes your life, or,

doesn’t change your life.

What Causes Cancer?. Cancer goes by many names. mali gnancy, carcinoma, neoplasm,
neoplastic disease. Whatever we cdl it, the word cancer instil s fear. Understanding what we're
up against may help to dspel some of that fea. Cancer can be understoodsimply as any

mutation in the genes which can leal to an exaggerated growth of abnamal cells. Y ou may find



it helpful to redize that cancer isnot one disease, bu isadually agroup d over 100 dfferent
diseases. The common, well differentiated types of thyroid cancer are some of the least
threaening of this group d diseases. That is, they have alengthy latent period before éonamal
cdlsdevelopinto atumour and gow and/or spread (metastasize) to nearby tissue. Putting it into
perspedive, it aso helpsto know that our bodes immune systems, hamones and aher defence

mecdanisms can often interrupt these growths at different stages.

The causes of thyroid cancer, like dl cancers, are multiple, complex, and poaly understood.
Scientists can orly identify risk fadors which make one more likely to develop the disease.
Theseinclude cacinogens, pdlutants, social stressin ou work, family or communities, diet and
lifestyle, and exposure to radiation. The preponcderance of females between puberty and
menopause anong thyroid cancer patients, suggests there may be aharmonal link. Thyroid
cancer isalso ore of the endacrine cancers, sharing some daraderistics with breast and prostate
cancer, which occur more frequently in societies where high fat diets are cnsumed. Another
important fador contributing to papill ary thyroid cancer is exposure to radiation in the
environment. The incidence of thyroid cancer is much higher in geographic areas aff ected by
nuclea fallout such as Chernobyl and Hiroshima, and in the American mid-west where nuclear

wegpors were tested in the 195G and 196G6.

Knowing what the risk fadors are, howvever, is often small comfort to an individual who asks

“But why did this happen to me?’ Many patients want to pinpant one defining moment in their



lives when they acquired thyroid cancer and/or identify some measure they could have taken to
prevent it, or to prevent areaurrence of it. These questions aimost never have dea-cut answers
but some people find that striving for an answer that works for them can begin ajourney of self-
discovery. Otherswant to follow their doctors' orders and get badk to namal as quickly as
possble. Whatever works for youis the right course to foll ow. Just remember, the caises of
cancer are very complex, and largely out of your hands. Feding well physically and emotionally
isimportant — and thisis omething that is within your reach; so isleaning abou your health
care options, managing your stress eating hedthy, exercising regularly and fostering good social

suppat networks.

Navigating Your Way Through the M edical System

Aswith ather cancers, you will |i kely see ateam of spedali sts rather than ore physician for all
aspeds of your treagment. Y our surgeon, who could be ageneral surgeon, an ENT (ear, nose and
throat) surgeon, or a surgeon who speciali zesin thyroid surgery, will be resporsible for the
surgical phase of treatment. An endacrinologist will often be resporsible for aspects of diagnosis
and wsually follow up, while anuclea medicine physician will li kely overseeyour radioactive
iodine treament, if you reed it. In the post treament period, when thyroid cancer isjust alot of
badkground nase rather than the central focus of your life, other nonthyroid cancer related
medicd isues may demand the dtention d your primary care physician, family doctor or
genera praditioner, aswell. This ‘team’ brings you the advantages of highly effedive and

spedalized medicd science. However, some people feel they pay a pricefor this gedalizationin



de-humanized care. You may feel like you' ve fallen through the aacks of the system when busy

spedalistsdon't talk to ead ather and/or they fail to explain things carefully to you.

Whil e you can’'t change the system, you can avoid feeling completely lost in it by
communicaing your neeads clearly and keeping in mind that you are avoting member of your
hedth care team. You have aright to be mnsulted onall treament and monitoring decisions.
Whil e there ae general practice guidelinesin thyroid cancer treament that most physicians
follow, medicineis as much an art as a science and there is always room for professonal
judgement and interpretationin individual cases. Becoming knowledgeable and aware is your
best defence. Don't rush your treatment choices. There is always time enough to reflect and

research your treament. It is your body - andit is your choice.

Some Communications Tips
A primary care physician and/or nurse can be an excdlent advocate who can
coordinate dl the spedalists and help you make sense of the medical world.
Communicae dealy. Many doctors beli eve that cancer patients canna, or do nd
want to, absorb all theinformation at once If youfeel you want more information
than you are getting, say so. Most physicians will respond paitively to your cues.
Much can be missed in rushed appantments between busy spedali sts and anxious
patients. Bring asuppative friend or relative to help you li sten and spe&k.

Insist onrecaving copies of laboratory reports and aher criticd pieces of



information, so that you can make independent assesgnentsif you arein doult abou

the treament you are receving.

Surgery

The primary diagnostic test for thyroid cancer isthe fine needle aspiration bopsy. However
results are nat aways conclusive. Thisis one of the more disconcerting aspeds of thyroid cancer
treament. Some patients only learn for certain that they have cancer when the pathology report
comes badk abou aweek after surgery. That means that the dedsionto have surgery -- and the
extent of the surgery -- is made with lessthan perfect information. Thisis very frustrating for
patients and can leal to an unavoidable sense of regret. Some patients find ou, following a
partia thyroidedomy that atumour that was first thought small and/or benign isacually

mali gnant. This makes a secondsurgery, often foll owing closely onthe first, necessary. On the
other hand if you and your physician chose afull thyroidectomy and the growth turns out to be
lessthreaening than first thought, you must live with the knowledge that you had a hedthy
thyroid removed. While medicdly unavoidable, it makes for adifficult decision. There ae
simply no easy answers but it might help to think abou your approach to your health care
generally when assesgng your surgicad choices. Are you comfortable with aminimali st,
conservative gproadc? Or, are you determined to have the most aggressve treament options
available in order to eliminate ay possbili ty that the cancer might recur? Keep in mind that
thyroid surgery is amaor medicd intervention and there ae some risks, albeit small ones.

Damage, athowgh usually temporary, can occur to the vocd chords and/or the parathyroid
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glands which help your body regulate blood calcium levels.

Thyroid cancer surgery is often experienced by patients as the easiest part of their treatment. You
may have some tingling and numbnessbut there is sldom any excruciating pain -- the kind that
many people asociate with surgery. One annoying feature is the tube that isinserted to drain
fluid from theincision asit heds, which will feel alittle ‘cregpy’ when it is removed. Foll owing
surgery, if you have had a partia thyroideadomy and are finished your treatment, you will
immediately begin taking a starter dose of thyroxin (T4) to substitute for the hormones that your
thyroid formerly produced. Most of you, havever, will have had atotal thyroidedomy and be
scheduled for radioactive iodine (RAI) treatment. In this case, some one onyour hedth care
team shoud prescribe T3, a cytomel, a short acting thyroid replacement that you can take up to
2 weeks prior to RALI. It will make youfeedl better as you approacd the next, and for many, the

most difficult phase of treatment, going hypoin preparationfor RAI.

Takegodd care of yourself. Surgery isastrain onyour body, particularly if you have had two.
With further tregment coming, you reed to ensure your immune system is as hedthy as possble.
Get lots of rest, accept offers of help, eat hedthy foods — bu most importantly, enjoy the

company of friends and family.

Going ‘Hypo' and RAI

In order for RAI to work effedively, your TSH must be devated, meaning that you must become

11



severely hypathyroid. As ‘going hypo may have to be repeaed for foll ow-up dagnastic scans as
well asfor treament, its best to knav what to exped. The arerage patient takes sx weeksto
achieve asufficiently elevated TSH, that is, a least 30 mU/L. The most common symptoms of
hypathyroidism include: fatigue, intolerance to cold, depresson, rausea, constipation, slower
reflexes, slowed heart rate, muscle wegness joint pain, mental sluggishness pufinessaround
the eyes and/or insomnia. Most physicians will strongly advise you nd to drivein the last two

weeks due to aslowing of reflexes and mental alertness

A few people breeze through the hypo state, but most dorit. Being hypothyroid is a potentially
serious medicd condtionthat can aggravate pre-existing health problems. Depending on your
age and hedth, your TSH level prior to treament, and whether you have to wait for an isolation
room to have your RAI treatment, you may be experiencing greater than namal discomfort. If
S0, ask your hedth care providers to test your TSH. Sometimes an RAI treament can be fast
tradked if your TSH is high enough. Other options are to treat related condtionsin order to
improve your sense of well being. If you are one of the people whase health is compromised by
being hypo, the option d using Thyrogen, a new drug which elevates TSH withou going hypo,
could aso be mnsidered. Be aware that it is expensive, and nd covered by all drug and medicd

coverage plans. Ask your physician.
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Some survivors have aff edionately dublked hypaothyroidism “hypo-hell’ as most
experience bath ungeasant physicd and emotional symptoms. It is prudent to be avare,
andto let your loved ores know, that you may be espedally vulnerable to emotional ups
and dowvns due to the hormonal imbalances and the general slowing of your metabaoli sm.
Some people experience rapidly changing, contradictory feelings. Some experience
temporary confusion and forgetfulness— a phenomenon sometimes called ‘brain fog.” A
few people become quite withdrawn. They may appear not to care dou family,
friends...even their own chil dren. Some becme emotionally dependent on a caregiver. If
any or al of these things happensto you a to aloved one, dorit question your sanity. It
isarelatively normal resporse to the slowing of metabolism and absence of neaded

hormones. Usualy, it isonly temporary.

Fatigue, bah a significant contributor to mental distressand a symptom of it, shoud be
avoided by accepting help and being aware of your own state of emotional health. If you
begin to fed negleded by your spouse, children, friends or family, ask yourself whether
they are ignoring you or whether you have simply withdrawn from them. It is natural to
cocoon duing alengthy ill ness It isthe body’ sway of preserving strength for physical

and emotional recovery.

Hypathyroidism can trigger the onset of depresson a mental ill ness particularly in a
patient who haes a predispaosition to these wndtions. Thisisnat ‘just something you have
to suffer through’ -- in fad, suffering can acdually inhibit recovery. See your health care

provider to assesswhether your feelings of sadnessand fatigue are temporary side dfeds
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of theill nessor if they are symptomatic of a dinicd depresson, a other condtion
requiring professonal help. A pamphlet cdled “ The Emotional Fads of Lifewith
Cancea” listed in the seleded readings off ers a self-assesament questionnaire, directed at
you, the patient, as well as your caregiver(s). As fatigue and depresson can cause grea
lethargy in the patient, it is often the caregiver who can best assessthe situation and take

adion.

Radioactive lodine Therapy (RAI): In preparationfor RAI, your physician may
suggest that you follow alow iodine diet. Whil e it is not always recommended and is
challenging to follow if you use cnvenience foods regularly, many thyroid cancer
patients find that following the diet is smething positi ve they can doto enhancetheir
chances for succesqul treatment. It helps them to feel in control of their lives at atime
when so much isin the hands of their hedth care spedalists. Further information and
redpes may be found onthe websites of Thry’vors <www.thryvors.org>, and Thyca

<www.thyca.org>, the American Thyroid Cancer Survivors Asociation.

Perhaps the worst asped of the RAI phase of treatment, besides being hypathyroid, is the
isolation and the feaful way others may treat you. In some cases, patients are required to
stay in haspital, whil e others may be treated onan oupatient basis. In ether case, there
are precautions that you must take to prevent contamination d those aoundyou. If
haospital personrel refuse to come into your room, and everything is covered in plastic or

cdlophaneto prevent contamination and make it easier to clean up,you may feel like
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you've have been kidnapped by the diens. Particularly at atime when being hypo hes
you feding sick andtired, youmay findit difficult to understand why everyoneis ©
feaful of thisradioactiveiodine. After all, you have to swallow it!! Whileit isimportant
to foll ow the precautions, it is also important to let others know that you are still a human
being, deserving of care. Explain that the radioadive iodine poses relatively few risks
after two days, as most of it is quickly eliminated through urine and aher body fluids.
Oncethe treament has been administered, you will begin taking your thyroid medication

and will fed better within weeks. But be patient, it takes afew weeks, na days.

For Caregiversand Friends

Caregivers are often the forgotten victims of cancer. Studies indicae that alarge number
of them fed asmuch or more emotional distressas the sick personthey are caring for.
They must take onthe role of caregiver, for which they may not be prepared; they face
frightening physical and emotional changesin loved ores; and, they assume an extra
burden o worry, stress howsehold work, and pasbly financia strain. And the patient,
absorbed in the ‘work’ of getting better, often cannat provide them with the usual
companionship and suppat they are accustomed to recaving. Thisisn't an easy timefor

either of you.

Hugs Work Wonders... For those in cougdes, sexua relations can be fragil e. Fatigue,
ill ness lossof self-esteem and changesin bah body image and relationships may cause a

lossof interest in physical intimacy. Still, ill nessaloneisrarely the cause of infidelity or

15



marital breskdown. Remind your partner that it is not physicd attributes that make one
attradive. Rather it isintangible qualiti es li ke sense of humour, shared memories, caring
andintelled. None of these are lost during ill ness Both of you reed to keep talking.

Don't be draid to show affection.

It isaso helpful to remember that ill nessis almost always temporary. Y our patient will
recover in time. You can help that recovery processby being patient, by accepting any
offers of help that come your way, and by trying to tred the patient as normally as
possble—evenif slheisnaot behaving normally. Here ae some tips from survivors to
caegivers and friends which may help the patient recover his’her emotional and physical
hedth faster.

Invite my family over. Sometimes | need time done. Even if they’ re being good,

my children can kegp me from resting.

Drive meto appantments until | can drive.

Handle phore cdls, faxes, email s from family, friends and well -wishers.

Sometimes it’ s just too much.

Don't ask if you can walk the dog or do the dishes, just doit. I’'m having troude

making decisions right now.

Listen while | soundoff. There'salot happening to me and | neeal to verbalize

withou hurting someone’ s fedings.

Act normal, and dorit try to cheer me up when I’m depressed. It’s normal to be

depressed when things are going badly.
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Resist the temptation to lash out in anger. I’m nat angry at you, just at fate, or
God, a whomever | blame for bringing cancer into our lives.

Even if I'm withdrawn, talk to me frequently. Sit neaby, read the paper, or just
‘bethere’

Include mein family activities and dedsions. I’'monly sick, na mentally

incompetent.’

Post Treatment: “I Just Want to Get Back to Normal”

The beginning of post treament life can take some ajustment. There will be ashift in
emphasis in your hedth care team now, away from the spedalists resporsible for treaing
you to thase who will monitor you for reaurrences. Y ou (and your family, friends and

coll eagues) will want everything to go back to the way it was before your diagnasis.
Inevitably this never happens as quickly as you (or they) would like. I1t’s one of the most
frustrating aspects of post treament life. Your body is gill absorbing the impad of
surgery and radiation, finding the right dose of thyroid medicaion; and diten deding with
emotional isales. Many thyroid cancer survivorstake ayear, or even longer, after their

treament before feding normal. Give yourself time. Be patient.

At some paint foll owing treatment, you will also have afoll ow up scan which may or
may not involve becoming hypathyroid again. Oncethat is done, most people can exped
to be monitored for reaurrence in two, passbly three ways. first, through acieving and

maintaining asuppressed TSH; secnd, by testing your bloodfor the presence of a cancer
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marker cdled Tg or thyroglobuin; and thirdly by doing periodic scanning and testing of

Tg while unsuppressed.

A suppressed TSH just means that youwill be slightly hyperthyroid, whichisa
preventive measure against possble recurrence As you begin taking synthetic thyroid
hormones (T4) and work towards this goal, you may need several dose aljustments.
Many people experience onfusing swings between hypo- and hyper-thyroid symptoms
asthey find their equili brium. Hyperthyroidism may lead to agitation, anxiety, mood
swings, insomnia, tremors, weight loss diarrhoea, heart palpitations and/or intoleranceto
hea. The regime youfollow will depend uponmany things, including your risk fadors as
well as your overall hedth status. For example, older patients or those who have other
hedth condtions may have more difficulty adjusting to a suppressed TSH. Asthe thyroid
hormone regulates your metabalic rate and affeds many different systemsin your body,
you may find that you have to live with afew side effeds. Some hypo- and hyperthyroid
symptoms may linger on beyondthe treament phase, including fatigue, memory or

cogniti ve problems, depresson, weight gain, anxiety and muscles adhes and pains.

Fatigue, often the enduring legacy of cancer treament, may affed your energy level,
concentration, sleg petterns, interest and mood. It results from the physical impad on
your body of surgery, radiation and ‘ going hypo', aswell as psychologica fadors. You
may suddenly find that your lifeis nolonger centred on d@tors appantments but you're
not sure whereto pick upwhere you left off. Perhaps you see abacklog of tasks left

undore during your ill ness yet you have lessthan afull tank of gas with which to tackle
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it. Perhaps your priorities have dhanged. The presence of unresolved emotional scars
from your ill nesscan also make youtired. If you find yourself exhausted al the time,
have your TSH chedked first. Then look at your emotional hedth, either onyour own, or
with a professonal. Sometimes fatigue is both cause and symptom of alingering

depresson and/or anxiety that iscommonin pacst treament thyroid cancer survivors.

Ancther distresang side dfed is memory and cogniti ve problems, popuarly known as
‘brain fog'. It can be a mild and annoying as occasionally forgetting things or as
frightening as losing your abili ty to function effedively in your job a family life. Weight
gain from temporary hypathyroidism may result in frustrating weight management issues,
espedaly if youare dso plagued with joint and muscle pain or wegkness which make it
difficult to exercise. Most of these problems prove transient and improve over time. See
your physician if they remain or become severe, however. They may indicae an
underlying problem that needs to be investigated. Find the practitioner who will best be
able to help you sort through what might be transient and what shoud be fully
investigated. Never accept a hasty dismiss that your symptoms are ‘all in your head.’
Emotional fadors may be aggravating your problems, but all physicd complaints shoud

be decked ou.

In rare cases, physicd side dfeds can substantialy threaen quality of life and hedth,
and an individual may need to seek out their own answers. Some studies have reported
improvements in mental aertnessand energy level in groups of patients given a

combination o T4 and T3, instead of T4 aone, suggesting they have difficulty
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converting T4 into avail able T3. Some physicians will prescribe acombination o T3 and
T4 -- chedk with your physician if you think this might be asolutionfor you. Aswell, a
few patients prefer not to take synthetically manufadured hamone replacement
medicaion. Youshoud be avare that there is an aternative hormone replacement
medicaion, manufactured from the thyroids of slaughtered animals. Some physicians are
unwilli ng to prescribe these dternatives, however, particularly the latter, whichis
considered inferior due to inconsistent potency and the danger of disease transmisson

from animals to humans.

Complementary Approaches. Growingin popuarity with petients are mmplementary
(sometimes cdl ed alternative or unconventional) therapies to suppat thyroid cancer care,
espedally for post tregment chronic condtions. There are mgjor differencesin approach
and phl osophy between mainstream and complementary praditi oners. Mainstream
physicians focus on dagnosing and curing a specific d@lment. They are ommitted to
western medicine, or what is often cdled “evidence-based” practice That means smply
that al treament protocols are subjected to rigorous doule-blind studies.
Complementary practitioners often do na focus on a spedfic alment, bu instead seek to
maintain a strong immune system and good owerall hedth in order to support the heding
process They are generally more comfortable with lessrigorous (that is, anecdotal or
trial and error) evidence of eff ectiveness Some point out that in many cases this evidence
is badked by thousands of years of practice They aso tendto be more trusting of the
symptoms which patients report and rely lessontests. Not surprisingly they also spend

more time with their patients.
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Complementary remedies sioud NEVER be used for treatment of thyroid cancer, of
course, as dandard treaments are highly effedive aad well proven. However, if you are
having difficulty sorting out the transient adjustment problems relating to synthetic
hormone use, you may want to try one of these therapies. Finding areliable praditi oner
may be dalenging as many doctors are not knowledgeable @ou these fields and dten
will not refer youto ore. Y ou may need to chedk out some websites and/or local
asciation chapters, or seek the alvice of others who have used them. Use common
sense to assess sfety and eff ectiveness Just as youwould in choosing aphysician,
aacept services only from those who are members of areagnized professonal body, and

never accept advicefrom any praditioner that is outside of their field of expertise.

Some people find that nutritional supgements, herbs or dietary changes have a paositive
effect ontheir health. But keg in mind that some of these can interfere with prescription
drugs such asthyroxin (T4). To be safe, report any use of these productsto your primary
cae physician or endocrinologist. You shoud also be avare that non-prescription
products are not subjeded to the same quality controls and clinicd testing that apply to
pharmaceuticas, and the potency and consistency of any given betch canna be

guaranteed.

For those who suffer from stress anxiety or depresson, there ae various physical
therapies which can be employed to enhance relaxation. They may also be used

eff ectively to reduce muscle ades and pains due to hypothyroid and/or hyperthyroid
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fluctuations. Theseinclude everything from the simple but effedive pradice of daily
exercise, to physiotherapy, acupurcture, massage, therapeutic touch, acupurcture and

meditation.

Returning to Work: After alengthy absence from them, youwill probably want to
return to your former work, education a other role. There are psychological aswell as
financial benefitsto work. It structures your day and gives you the social contact you
missed whileill . However, it’s best nat to rush back too quckly. It takestimeto fully
recover al your former strength and energy. Most people underestimate the anourt of
rest they need foll owing a major ill ness When you doreturn, you may have questions
abou how much to tell co-workers. Again, it isupto youto sendtheright signals. Most
people ae genuinely concerned and want to help. They will resped your right to privacy
...or dternately, your need to talk. Generally, most employers and co-workers will
acommodate you. However, if you find that ungrounced feas of absenteasm, deah o
contagion have led to unfair treagment or even dsmissal, beaome familiar with the human

rights legislation in your province which isin paceto proted you.

Some people have experienced dfficulty obtaining insurance dter their cancer treament.
If this has happened to you, contad the Canadian Life and Hedth Insurance Association

(CLHIA) who have aCustomer Asdstance Centre (CAC) for concerns and complaints.1

1 call 1-800-268-8099, or for servicein French at 1-800-361-8070. Email: CAC@clhiaca. OmbudService 1-883-
295-8112, Email: information@clhio.ca(1l Queen Stred East Suite 1605A Toronto ON M5C 2X9).
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Many younger survivors of thyroid cancer have @ncerns abou how it may affect their
fertility. Asthe ovaries, like the salivary glands, can take up radioactive iodine during
RAI, physicians often ask women to wait six months to a year before d@tempting to get
pregnant. Once you have fully recovered from your treament and have had a dean scan,

however, there is usually nothing that will adversely aff ect your abili ty to have ababy.

Monitoring and Fears Surrounding Reaurre nce

One of the fears associated with cancer isthe lingering dread that ‘it will come bad.’
Indeed it is not unusual for such fears to temporarily turn a patient into a hypochordriac
Y ou may suddenly find yourself unpopuar with your healthier friends, relatives and
coll eagues or running to the doctor abou things that youwould haveignored in the past.
Try to balance apragmatic gpproadc with a sense of humour abou this. You are not
losing your mind. Thisis avery common reaction in those who have had their confidence
shaken by amagjor ill ness
Become familiar with the way your body responds to hypaothyroidism and
hyperthyroidism and learn how to dstinguish the two. Sometimesit’sadose
adjustment problem.
Ask yourself — Am | blaming everything on my thyroid cancer?
Y oumay have anew condtion completely unrelated to your cancer, or an
aggravation d apre-existing medicd condtion. Write down all your symptoms,
when they occur, and assesstheir severity, so that you can tell your doctor

everything s/he needs to knaow.
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Bring only one or two matters to your physician’s attention at once. Leave the

grocery list at home.

How much isenough?

In your post treament life, you and your health care team will need to find aworkable
compromise between maintaining a good quality of life and reducing your risk of
reaurrence. Besides helping you maintain a suppressed TSH, your physician will monitor
your thyroglobuin (Tg) levels through bloodtesting. As Tgisonly produced if thereis
thyroid tissue present, an elevationin levelsindcaes benign o cancerous thyroid dsease

in your body, which may require further investigation.

For those who are & higher risk for recurrence due to their age, distant metastasis, an
aggressve variant of thyroid cancer, or persistent thyroid cancer, that is, those who have
never had a dean scan, amore vigilant monitoring regime is usually prescribed. This may
involved periodic scanning along with areading of Tg whil e hypothyroid, o using
Thyrogen. You shoud also be avare that standards in monitoring for recurrence ae
evolving with the introduction d new diagnostic tods and some physicians are
advocaing aggressve monitoring even for low risk patients. Y ou may want to think
abou thisin relationto your own philosophy of health care? Are youwilli ngto undergo
periodic scanning (going hypo or using thyrogen) as well as your routine bloodtests? For
some people this provides a comforting reassurance that they remain 100% cancer-free.
Others find the processof testing worrying, particularly if it provesinconclusive. It isan

unwelcome reminder that they once had cancer, ore that reinforces the passve patient
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role. If youfed thisway, gently remind your hedth care team that you are more than a
cancer statistic, and want to belancethe nead for prevention with maintaining overal
hedth and emotional well being. On the other hand, if you want to be foll owed

aggressvely, make your views known to your physician.

The Emotional, Social and Spiritual Legacy of Cancer

Having cancer has been compared to grieving the death of aloved one. Thelossof your
hedth may beinitially greeted with denial, then anger, depresson, and eventually
aaceptance. Some well-meaning relatives and doctors may dismissyour suffering by

telli ng you that you are lucky to have had the “goodcancer.” This may leare you feeling
guilty because someone else' sill nessis more severe than yours. This may nat be helpful
to your emotional recovery. Many people need to adknowledge their fedings, talk to a
suppartive person, perhaps one who has had the same disease, or even to a professonal.
Don't let others push youto ‘move on' before you are ready. It takes you aslong as it

takes you.

Exped some dhangesin people aoundyou learn to ded with your ill ness This can affed
even your closest relationships, even in ou families. Whether we redize it or not, most of
us have animage in our minds of theided family, ore that provides aloving and
nurturing environment for al. But the redity is alittl e different. Families respondto the
crisis of ill nessin ways that reflect their distinctive aping strategies. Some remain open

and cdm whil e others react with fear and anger. A seriousill nesscan bring existing
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unresolved problems within afamily and/or relationship to the forefront. Gender
differencesin communication and in coping strategies can add further strain. For
example, if your partner engagesin ‘f alse dheeriness this denies you the opportunity to
discussyour fears and concerns and you may fed unsuppated. When the patient isa
woman and her caregiver aman — dten the cae with thyroid cancer — the husband may
be suddenly thrown into urfamiliar territory. He may be called uponto socth children’s
disputes, kegp dinnertime cnversations on an even keel, listen and provide comfort. He
may become angry and frustrated if he canna med these expedations. Sometimesiit
happens that each partner will suffer alone, the husband feding overwhelmed with work
and resporsibili ty and ureppreciated for what he is doing well, whil e the wife feds
emotionally abandored as he faltersin giving her the emotional suppat she needs. Both
may fed powerlessto expresstheir resentments because “cancer isno ore’sfault.” You
and your family, friends and/or coll eagues can avoid such problems by communicaing

openly, and foll owing some of the tipslisted ealier.

Y oung people pose dhall enges during an ill ness Asthyroid cancer often affeds young
women and their families, thisis particularly relevant. Children sense the stressin a
family setting and may get caught up in parental conflicts or fears. Parents may stop
giving them the dtention they normally would, o provide the comforting structure that
routine and everyday discipline provides. Chil dren may respondeither by acting out their
feasin frightening or unexpeded ways, or become withdrawn. It isimportant to keep
communicaions open, aherwise dildren may fea something much worse than what is

aaually happening and/or they may blame themselves for the ill ness Sometimes it helps
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to have afriend, aunt or grandparent give achild some extra dtention to make him/her

fed specia at atime when their parents may be pre-occupied with cancer treament.

Y ou may also experience dhanged relationships with friends or even the lossof one or
more of them. This experience can be arude avakening. Many people ae unsure of how
totrea anill person. They may avoid calling you, a even looking at you. If this happens,
ask yourself whether you have withdrawn from this personin a period d anger or
depresson. Once you are feding well enough, try contading them and | etting them know
what they can dofor you. But, if thisdoesn’t work, dorit blame yourself. Perhaps your

ill nessreminds your friend d his/her own mortality or forces him/her to relive some
particularly painful episode in the past. H/she may have unresolved fears of desertion a
regjedion. Although it isinescgpably sad, many patients have to accept the fad that some

people will slip away. It isan inevitable part of the journey.

If you are single, you may feel inseaure aou relationships and cating either during or
foll owing your thyroid cancer treatment. Perhaps you fear that talking abou cancer may

scare avay potential suitors. Just relax and ke open and horest with them.

In deding with all of these relationships, now is agoodtime to beaome more assertive of
your nedls. If thisis new for you, you may have to ease into it. Perhaps you have
previously played the role of “nurturer” in your family and/or circle of friends or
colleagues. You may findit difficult to pu yourself first. Ironicdly, by doing so, you will

have more to give to ahers because youwill have become stronger yourself. And, when

27



spouses and friends learn to nurture better and chil dren to be more mmpassonate toward
asick parent — and they well —they will become stronger and wiser for their own

journeys through life.

If You Ned It, Ask for Help: While most people can cope amirably well with a
temporary emergency, treatment and monitoring for thyroid cancer can extend into
months and even years. Don't be draid to ask for help if you reed it. It doesn’t mean that
your relationship ar your family isfalling apart. On the cntrary, asking for help isthe
first step in strengthening it. There ae many types of help, and what you choase will
depend onyour unique drcumstances. Thry’ vors maintains a listserv, where thase

aff ected by thyroid cancer can ask questions, give and receive suppat and vent their
frustrations. Many find this beneficial. Others, particularly at certain timesin their cancer
journey, find it overwhelming because more of the survivors they meet online have had
complicaed cases. Keep in mind that these are the people who most neal to seek suppat
and are not necessarily typicd. Whether you neel the listserv now or later, wethink it’sa
comfort to know that it is avail able. Instructions for joining the listserv can be foundat

<www.thryvors.org>.

Cance Conrection, a service of the Canadian Cancer Society will put youin touch, by
phore, with avoluntee whois asurvivor of the same type of cancer as your own. Many
cancer clinics offer counselli ng for individuals and famili es, whether for emotional
difficulties or financial or practicd ones. If youfed you reed individual courselling, you

can aso see you primary care physician and ask for areferral. If you're nat sure you reed
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it, refer to the self-evaluation questionraire off ered through “The Emotional Fad of Life

with Cance™.

For some people, the cancer journey can evolveinto a spiritual one. Whether you are a
pradising member of areligious congregation a nat, you may find that your ill ness
shakes or redfirms an existing faith, a leads you to adopt an entirely new one.
Contemplation may take the form of exploring psychalogicd insights, or it may lead you
to examine the question d whether thereis ssme form of absolute power and/or a
spiritual life dter deah. These questions can never be answered bu you may find that
contemplating them helps you to reduce your fea of ill nessand death, andto live afuller

life.

Conclusion

Every cancer journey is unique. Y ou may need to mourn the lossof things once very
predous, and fed that cancer took away more than it gave. Or, you may find that your
gain from the experience Although we shoud never dismissthe pain, confusion and
sense of lossthat these struggles can cause in the short run -- and certanly they challenge
one' s resources of emotional energy for varying periods of time -- in the longrun, many
people dso dscover hidden qualiti esin themselves and ahers. Y ou may find, as other
survivors have, that having faced the dreaded ‘¢’ word, everything else seans
insignificant. This can have acaming effed. You may find youworry lessover small
things, and have the vision to seeeacdh day as a predous gift. Maybe this means enjoying

enhanced relationships, or starting a new holby. Maybe it leals to taking on vdunteer
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work, a goodtherapy that al ows the former survivor to pu their newfound knowledge
and empathy to use andto repay thase who have helped them. Wherever it takes you,

your journey is your own, and we wish you luck onit.
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