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mors, adenocarcinomas, and squamous cell carcinomas. These frequently
spread to the regional lymph nodes as well as to distant regiong of the
body through the blood stream. Adenoid cystic carcinomas have gn inter-
S. P ® O ® H ® N * C mediate classification in that while they are generally slowly grogving,
they tend to invade cranial nerves and can spread along them to fhe base
of the brain. They also can spread through the blood stream, buf distant

A PROGRAM OF SUPPORT

FOR metastases from adenoid cystic carcinomas may not clinically apgear for
PEOPLEAYKII;H ORAL many years after successful treatment of the primary tumor. Lymrphatic

spread is uncommon compared to the high grade tumors. Adenoifl cystic
HEAD AND NECK CANCER carcinomas can also arise in the lacrimal (tear) glands and in the breast.
Tumors having limited malignant potential are low grade mucoepider-
moid carcinomas, acinic cell carcinomas, and the occasional low grade
adenocarcinoma.
Unlike the more common squamous cell tumors arising in jother

FAST NEUTRON RADIOTHERAPY head and neck sites, there is no association with tobacco or alcohol use.

There is a weak association between radiation exposure and the develop-
FOR SALIVARY GLAND TUMORS ment of these tumors and for the particular case of adenocarcinongas aris-
GEORGE E. LARAMORE PH.D., M.D ing in the nasal cavity and ethmoid sinuses, there is a strong asspciation

with exposure to certain types of wood dust (as for workers in the lumber
When most people hear the term “salivary gland”, they think of the laaggurniture industries). Given the rarity of these tumors, most conmu-
parotid glands located in the cheek areas on each side of the face. Besigesncer specialists will see only a handful of such cases ovér their
these glands, there are other “major” salivary glands which lie underdixeers. These tumors exhibit quite diverse behaviors which affegt medi-
chin—the submandibular and sublingual glands. In addition to theaEmanagement decisions and it is best that patients with salivary gland
three main groups of “paired” salivary glands, there are numerous nestignancies receive treatment at major medical centers that are familiar
of glandular tissue known as “minor salivary glands” located throughuuith their treatment.
the upper aerodigestive tract (e.g. nasal cavity, paranasal sinuses, larynx,
trachea, etc.). These glands produce a complex secretion known as sa- Treatment Options
liva containing enzymes, antibodies and other protective factors. Sdie original form of treatment for malignant salivary gland tumorg, par-
vary gland tumors, while relatively rare, constitute about 5-7% of @dllarly for those arising in the major salivary glands, was surg

Warthin’s tumors. These tumors and other similar tumors are terngethcreased from 55% to 76% when postoperative radiotherapy
“benign” because they don't spread throughout the body. However, thitgr a “complete” total excision of tumor; unfortunately, there w
can cause serious local problems for the patient. The proper treatmeatfmmpanying improvement in survival. In the case of large t
benign lesions is surgical removal although there is a role for radiothexsignsive surgery often causes the patient a great deal of morfidity—
in situations where there has been an incomplete resection of an alresplycially if it were necessary to sacrifice the facial nerve as may be the
recurrent tumor. Radiotherapy also has a role in the treatment of inageese for parotid tumors. Although modern surgery has made greaf strides
able lesions. These tumors generally present as a painless lump orim@&ssns of nerve grafting procedures, there is often a residual wegakness
which slowly enlarges. While the incidence of true malignancies vaaesthe involved side of the face. In cases where the graft doesn'tftake”,
with location, overall about 1/3 of salivary gland tumors are malignainé paralysis could be complete. Conventional radiotherapy along is not
neoplasms. the answer, since a review of about 300 patients treated with convgntional
Malignant salivary gland tumors are comprised of a diverse spetay therapy alone showed local control rates of only about 24%. Be-
trum of histologies which can be classified according to their malignaatise of this poor outcome and the fact that salivary gland tumorg had a
potential—i.e., propensity for spread. The most malignant group cratatively superficial location, these tumors were among the firstjto be
sists of high grade mucoepidermoid carcinomas, malignant mixedtteated with fast neutron radiotherapy.

NEUTRON continued on next page
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NEUTRON continued from page 1
Neutron Radiotherapy: Basic Facts

What is a neutron? The neutron was discovered by Sir James
Chadwick in 1932. It is a heavy, uncharged particle that is found in the
atomic nucleus. It has about 1839 times the mass of the electron. Neu-
trons are created by accelerating heavy, charged particles such as protons
or deuterons (nuclei of heavy hydrogen) to energies in the range of several
tens of million electron volts and then impacting them onto a suitable
target such as beryllium. There nuclear reactions take place which pro-
duce neutrons. Complex instruments such as cyclotrons or particle accel-
erators are used to accelerate the protons or deuterons and these instru
ments are much more expensive and require more technical support than
the devices used to produce X rays and/or electrons in standard radio-
therapy centers. Neutrons interact directly with the atomic nuclei in the
tissue deposit 20-100 times more energy along their path than do x-rays or
electrons. This gives them different radiobiological properties—some of
which may lead to better tumor control. In particular, tumors are not able
to repair radiation damage from neutrons as easily as they can the damage
caused by conventional x-ray or electron treatments.

Early Treatment Results
The first treatment facilities were very primitive by modern standards but
nevertheless, an amazing amount of clinical research was carried out on
many different tumor systems with varying degrees of success. The best
results of all were obtained for salivary gland tumors. A survey of the

University of Oklahoma Health SciencedMemorial Sloan-Kettering Cancer Centfr literature showed a total of about 300 patients with salivary gland tumors
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treated with x-rays with a local control rate of about 24%. A similar group
of about 300 patients treated at the early neutron therapy centers showed
a local control rate of 67% — more than double that of the x-ray treated
group. To verify these results, the Radiation Therapy Oncology Group
(RTOG) in the United States and the Medical Research Council (MRC)
of Great Britain jointly conducted a randomized trial comparing neutron
and x-ray treatments for salivary gland malignancies. This trial was stopped
early for ethical reasons when 2-year data became available. Attwo years
the local control rate was 67% for the neutron group compared to only
17% for the x-ray group; the respective survival rates were 62% vs. 25%.
The investigators felt it proper to offer neutron radiotherapy to all appro-
priate patients. With longer follow-up times for the patients entered into
this study, there continued to be improved local control in the neutron
group (at 10 years 56% vs. 17%) but there was ultimately no long-term
survival advantage due to distant spread of tumor.

Deaths due to distant metastases became a more important factor
t-with patients living longer due to better local tumor control. The patients
treated on this study all had very advanced tumors and these distant me-
tastases likely were present in undetectable amounts at the time of the
original treatment. The exact mechanism through which neutron radio-
therapy achieves better local control in salivary gland tumors is not well
understood but it may relate to these tumors being able to repair much of
'gpe damage caused by ordinary types of radiation. Radiation damage due
t0 neutrons is not as readily repaired by tumor cells.

Modern Neutron Radiotherapy in the US
Based upon the results of these and other studies, the National Cancer
Institute funded the design and construction of neutron radiotherapy cen-
ters to be placed directly in hospitals and devoted primarily to patient
treatment. Four such units were constructed but due to design and opera-
NEUTRON continued on page 3
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NEUTRON from page 2
tional problems, only one of these is still fundenign, pleomorphic adenomas of the parotier to maximize the neutron dose delivered to

tioning. This is the center located at the Univegland. Only a limited number of high risk pathe tumor and minimize the neutron dose to the
sity of Washington Medical Center in Seattlgjents with inoperable, multiple-recurrent tumorsurrounding normal tissues.
Washington. The majority of patients currentljpave received neutron radiotherapy to date. Urb. A complete 3-dimensional model of each
treated at this facility have salivary gland tumorgublished analysis of 16 such patients showspatient's tumor and surrounding tissues is stud-
with advanced prostate cancer and sarcomaslbfyear actuarial local control rate of 85%. Uried on the computer in order to optimize their
bone and soft tissue being other tumor types fiie malignant tumors, these lesions do not raparticular treatment.
which neutrons seem to offer a more effectividly regress after treatment but soften and thef. The treatment course itself consists of 16 sepa-
form of treatment. At the present time there agfadually involute over a period of years. rate treatment sessions scheduled over 4 weeks.
only two other operating radiotherapy centers in The treatments themselves are painless and take
the United States—a superconducting cyclotron Side Effects of Treatment only about a half hour per day.
located at Harper-Grace Hospital in Detroit, As with any form of radiation therapy, neu-
Michigan, which mainly emphasizes the treatron radiation causes side effects such as sunburn- Summary
ment of prostate cancer and a laboratory-badi skin reactions, soreness in the mouth and Fast neutron radiotherapy centers are a
treatment facility utilizing a proton accelerator ahroat, difficulty swallowing, dry mouth and al-unique resource for patients with salivary gland
the Fermi National Laboratory in Batavia, lli-tered taste sensation. There can also be incredssaprs. Neutron radiotherapy is probably not
nois. scarring of the tissues in the cheek and neck. mecessary for the majority of patients with these

The hospital-based, neutron radiotherapividualized treatment planning can reduce btumors. In almost all cases, patients with benign
centers in Seattle and Detroit are considerabidpt eliminate these effects which can in sontamors should be treated initially with surgery.
more sophisticated than the earlier treatment urfig@ses be worse than for x-ray therapy due to fhgen malignant tumors that are small and super-
and results are commensurately improved. Offereased energy deposited by the neutrons aldigiplly-located can be treated conventionally with
study from the University of Washington evalutheir paths. Agents such as Saligan often surgery and possibly postoperative radiotherapy.
ated 52 different patients with salivary gland tumprove salivary gland function resulting in arit is those patients with large or deeply situated
mors generally arising in the major glands artceptable saliva output. We are also studyifigmors where a complete surgical resection is
divided them into 3 groups: one group treatdtie use of amifosting protect tissues during either not possible, or if possible, would resultin
with neutrons alone (no prior surgery), anothégdiotherapy, butitis not clear that this agent witl great deal of morbidity who should be referred
group treated after a surgical resection which Igftotect against neutron radiation to the same & neutron irradiation. This would include pa-
behind significant amounts of tumor, and a thirgnt it does against conventional radiation. B&ents with recurrent tumors after an initial surgi-
group treated for growing tumors recurrent aft@ause of the intense mucositis reaction causeal procedure and possibly even after failing con-
aprevious surgical procedutidie group treated by neutrons, we often recommend placemente¢ntional x-ray postoperative treatments. There
with neutrons alone did best of all with a 92%a PEG tube (feeding tube placed directly into tta#e probably around 500 such cases per year and
local control rate at 5 years compared to 63%tomach) particularly in the older patient Abouwith proper triaging, the majority of these pa-
for patients treated postoperatively for grosg10-15% incidence of hearing loss on the treattights can be treated at the three existing centers.
residual disease and 51% for patients treateide has been noticed in patients treated for fdostinsurance companies recognize the efficacy
after a clinical recurrence. This is a smafhors of the parotid glands. of neutron radiation in such cases and pay for
number of patients but the data seems to indi- patient treatment. Unfortunately, the costs of
cate that a radical surgical procedure, perhaps Logistics of Fast Neutron Radiotherapy  travel and living expenses in most cases must be
with sacrifice of the facial nerve, may not be ~ What can a patient seeking neutron radi@orne by the patieat.
necessary if neutron radiotherapy is availabléion for a salivary gland tumor expect? Using

itors Note: George E. Laramore is Professor and

Another paper from the University of Washthe University of Washington treatment cent hair of Radiation Oncology at the University of

ington focused on patients with adenoid cys amodel, the following sequence of steps ta%_hin ton Scr{poFlzoI1 'NIEdICIned hI_—|e is botard Cemh
. . ) : . . fied in Therapeutic Radiology and his current research.
tic carcinomas of the major and minor saliplace: _ o ~interests lie atthe imariase Depeen physics and medi-
vary glands. Twelve year local control was1. The patient, upon arrival in Seattle, is foreine.
about 45% for patients with gross disease atally evaluated with a comprehensive historyzeterences
the time of treatment; in a group of 8 patient@king and physical examination and an immd.. Laramore, G2, Krall, JM., Griffin, T\, Duncan, W,
who had only microscopic disease at the tinfailization mask constructed with the patient ifon v, pioton iadiafion of Unreseciable salivary giand
of treatment, there were no local failureghe same position as will be used during tred@mors: Final report of an RTOG-MRC randomized clini-
. . . cal trial. Int. J. Radiat. Oncol. Biol. Phys. 27: 235-240,
Another review from the University of Wash-ment. 1993.
ington i [ ' [ 2. A special CT scan for treatment planni Buchholz, T.A., Laramore, G.E., Griffin, B.R., Koh, W-
g of 148 patients Wlth majo_r Sallvc"_;lry . P . . . P nnlng_ ., Griffin, TW.: The role of fast neutron radiation therapy
gland tumors of all malignant histologiesobtained with the patient in the mask and the ifirthe management of advanced salivary gland malignant
_ 0 rmati i i i eoplasms. Cancer 69: 2779-2788, 1992.
showed a5 year local c,:ont,r0| rate of 80% fdprmation frpm this scan fed dlrectly into atreag. Douglas, J.G., Laramore, G.E., Austin-Seymour, M., Koh,
tumors less than 4 cm in size. ment planning computer. W-J., Stelzer, K., Griffin, TW.: Int. J. Radiat. Oncol. Biol.
; ys. 46: 551-557, 2000.
. . 3. Correlations may be made b_etween theg.éDouglas,J.G., Lee, S., Laramore, G.E., Austin-Seymour,
Pleomorphic Adenomas images and MRI and/or PET studies. M., Koh, W-J., Griffin, TW.: Neutron radiotherapy for the
Another situation where neutrons seem to bé. Appropriate radiation fields are designed arfg2 ﬁgiﬁfz"i‘.’%"gs?ggg?”fgggma“’r salivary gland umors.

beneficial is for patients with multiple-recurrenthese often are modified during treatment in or-
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Facial Lymphedema and Physical Therapy: What You Should Know
TERRANCE A MCKEON, P. T., C.D.T.

cial channels throughout the body. Itreated, which may initiate the secondargnents such as difficulty with speech and swal-
consists of water, white blood cells)ymphedema. lowing, hindered eyesight, and pain and dis-

cellular debris, and protein rich matter. The Lymphedema can occur secondary to aomfort due to stretching of the skin.
lymphatic system includes the series of chainfection (called cellulitis) that interrupts nor--  Lymphedema may cause embarrassment
nels responsible for transporting the lympmal lymphatic function. If a patient has aland may lead to depression. In particular, fa-
back to the circulatory system. Along the wayeady had surgery or radiation his or her lyneial edema is visible and cannot be hidden
lymphatic tissues, such as the lymph nodeghatics may be compromised but stilfrom the public eye.
help filter the lymph and trap or eliminate pocompensating effectively. Any smallinterrup=  In patients with extreme lymphedema, the
tentially harmful material. tion of this delicately balanced compensatioaccentuated asymmetries lead to tendonitis

The lymphatic tissues also produce whiteould resultin lymphedema. This is why preand biomechanical problems such as chronic
blood cells (lymphocytes) that are vital inventive measures are so important for the pastck pain, headaches, and difficulty with
fighting bacteria and viruses. These lympheurgical patient. Itis important to monitor thespeech and swallowing.
cytes are a crucial part of the immune syster@rea for any skin changes, such as inflamma- When lymphedema first occurs it will pit
There are lymphatic channels in, and immdion or blistering. if pressed with a thumb. As the limb becomes
diately below, your skin. They cover the whole ~ Even though there may not be any symitarger and harder, it no longer pits. The tissue
surface of your body. These channels are végms, a patient having had surgery and/or réeels thick and can feel like it is bursting or
tiny, very close to one another and form a lyn#ation to the head and neck area, may laghing.
phatic plexus or network. “walking on thin ice” as the lymphatics nows Lymphedema can also affect the joints

The plexus acts as a sponge to soak apust work much harder, possibly at 100%nd muscles of affected limbs leading to achy
and gather lymph fluid. The fluid is dumpednstead of 10% to keep up with the lymph thadain that often feels like “arthritis” or muscle
into deeper channels called collectors. Lynis being produced. As one might expect, theoreness.
phatic collectors are much like veins in thdymphatic capacity (LC) may gradually de=  Leaking lymph fluid may be present and
they are vessels with one-way valves tharease as a result of being overworked untilill predispose the area to infection and
travel to the heart. Collectors carry lymph inthe lymph system can no longer deal with theounds or to delayed healing from surgery.
stead of blood. Just like veins, collectors folymphatic load. At this point, one is said to

low a typical pattern that can be traced. Thdyave lymphedema. Manual Lymph Drainage (MLD)
also have smooth muscle in them, which al- A person in a situation such as this will  Manual massage-like techniques are de-

lows them to contract and to move lympimotice swelling on some days and not on otlsigned to shift the lymphatic fluid from con-
fluid. All smooth muscle responds to stretclers. If left untreated, the lymphatic capacitgested areas to normal ones. Because the

I ymph is a fluid that circulates in spetion can cause a skin burn on the area beingpbility causing minor functional impair-

by contracting. (LC) will continue to drop from being over-lymph vessels are so close to the skin, the tech-
worked and the condition may worsen. Deniques are very light. These techniques also
Secondary Lymphedema pending on the extent of surgery, and th&timulate the weakening parts of the lymphatic

Treatment of oral and head and neck cagnatomy of the individual, the condition mayystem by pushing the stagnant fluid through
cer may include the surgical removal of a tladvance faster if an additional injury, or athe vessels, allowing the venous system to
mor and the nearby draining lymph nodes arafection occurs, thus resulting in a rapid prareabsorb the fluid and help develop collateral
vessels. Such surgery may result in blockirgyession of the swelling. channels though which the lymph can begin
lymph fluid from flowing naturally through to flow. Manual lymphatic drainage also
the lymph system. This secondary lymphe- Symptoms Related To Lymphedema  stretches the skin, which is beneficial in the
dema can occur immediately in the post-sur-  Chronic cellular changes can predispodellowing ways:
gical period or several weeks or years latersomeone to recurrent infections. These The collectors react to the stretch by re-

Radiation therapy, used in the treatmeghanges will often raise the temperature of tHiexly contracting at a faster rate because they
of oral and head and neck cancers, can aisyolved area. Each infection not only damhave smooth muscles in their walls.
damage otherwise healthy lymph nodes tBges lymphatics further, and can be very paim- The openings of the lymphatics are
causing scar tissue to form in them and in tHel, but can also pose a serious overall healdtretched to allow more fluid to enter. This
normal lymph pathways (collectors) andhreat. phenomenon occurs because the plexus cells
lymph plexus areas. Furthermore, the radia- Facial Lymphedema can decrease faciate anchored to the skin by filaments, which
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Page 5 May 200

move when the skin moves. In this way, lymeheck for reactions. * Improvement of facial asymmetry due to
phatics work better and those which are dor- Simply resting your hand on your in-lymphedema.
mant are utilized more effectively. volved chin or area periodically is some form  Softening of tissues
of helpful compression. e Decrease in the hypersensitivity of the
Determining the Direction of MLD * Many garments can be custom made trea making it easier to tolerate touch and
Fluid can be moved in any direction ovewear during sleeping or for periods of time talothing on the neck.
healthy skin using the plexus (network) . Beadd compression in the face. * Improved range of motion
cause the plexus is like a sponge this process e Decreased pain caused from muscular
can be slow. Use of healthy collectors also Exercise imbalance, hypersensitivity, or edema.

occurs, taking advantage of the numerous Along with exercises given to most pa»  Tools for ongoing self maintenance, (gar-
collaterals, or emergency pathways, our bodients who attend speech therapy, other exenents, self -massage, exercise, education)
normally has to compensate when injured. Thases of the face and neck prove invaluable in

order and direction of MLD depends on thémproving biomechanical function, and in Risks

patient’s history. Light, skin stretch massagsoftening the tissues under the skin. If still id\s the therapy is very non-invasive, the risks
is first done on healthy lymph nodes and vegact post surgery, deep muscles of the neake minimal, if any. You may experience a
sels creating a suction effect. Then on the gkspecially the scalene and Hyoid musclegymporary increase in painful symptoms when
fected side as well as intra-oral techniques. &e often weak and tight and need to be exéntroduced to the exercises, or to the scar tis-

patient can be taught to perform self massagegsed and stretched. sue massage if needed. Scar tissue massage
* Exercise in the pool is excellent foris a friction type of massage that is done over
Postural Drainage lymphedema. Lymph flow increases whilescars that are bound down to the tissues be-
Gravity affects fluid movement and col-in water This has been demonstrated in nlow and hindering comfortable and normal
lection so practical advice on positioning isnerous studies. functional movement.
given such as: * So called “facial gymnastic exercises”
*  Putting blocks under the head of the beslich as making funny faces, emphasizing the Summary

to raise it. (1-2 feet) Do not just put pillowsexpression of emotions, yawning, reading olitymphedema of the head and neck is a com-
under your head as this will lead to neck paitoud with deliberate enunciation and purposenon complication of head and neck surgery,
Sleeping in a Lay-z-Boy may help to so londul movement of the mouth, and chewing guraspecially when combined with radiation.
as your head is above your heart however suate some examples of good exercise. No é&ymptoms vary depending on the extent of
a posture may lead to hip flexion tightness. ercise should be done excessively as this msyrgery and ones individual anatomy and heal-
* Ifone side is more involved than the othdead to more lymph production. Check with &ng capability and anatomy. Some of these

never lay on that side. Lay on the non-involvetherapist for advice. symptoms may be minimized by introduction
side. * Deep breathing exercises can be exf physical therapy measures such as MLD,
tremely helpful as well. Yoga type exercise€ompression, Skin Care, education and posi-

Compression such as sun salutations (excluding down dodjoning, and Exercises. The risk of such

Compression options are difficult withor “fire breathing” help to create a great sudherapy is very low

facial edema and don't always work welltion effect into the thorax towards the heart
However, they are worth trying and somewhere all lymph fluid eventually drains at theEditor's Note: Terrance A. McKeon, P.T. is a Ca-
times are invaluable. These options include‘venous angles of the heart.” nadian trained physical therapist with over 10

. - years experience at Queen's University, Kingston,
*  Bandaging with short stretch bandages, . Ontario. He began specializing in the treatment
which are sometimes combined with various Skin Care of ymphedema 7 years ago and is recognized na-
types of foam. Even if only temporary or for ~ Exceptional skin care and hygiene arEOf:a”yt in tfhe U?ﬁy as C:rr]le of _thte _|e?r?mtg Cltlnlcal

: : H H : H i 17 INSUUCIOrS TOr Cerurying therapists In the treatmen

short perlpds oftime, when ban.daglr)g is QOnmpprtant in lymphedema to help avoid inot lymphedema. He currently practices and teaches
properly, it can help break up fibrosis (thickfections and wounds. Use of a low PH lotioghough Kessler Lerner Lymphedema Services

ening) in tissues as well as reduce the volundeily such as Eucerin or Curel is helpful ilNeedham, MA.

of edema and improve esthetics. this regard, as well as close monitoring and
*  Special Skin Tape called Kenesiotex catmreatment of any cuts or abrasions. For further information, please contact:
sometimes help stretch and pull the skin and Greater Boston Support Group

<http:/ /kynosoura.com/Isg>
Kessler Rehabilitation
<www.kessler-rehab.com>

encourage better flow of edema. Some peopleBenifits-What to expect from treatment
do not respond well and have reactions to the As the history and causes for any one

tape; therefore, caution should be exercisaddividual's set of symptoms varies widely, Kessler Rehab (Needham, Ma)
Do not use skin tape over skin that is healingp too does ones outcome after physical 1_goo-232-5542 (Terry McKeon, P.T))
or has been significantly damaged by radidherapy treatment. Benefits that may or may National Lymphedema Network
tion. Atestrun on your arm is a good idea taot be received from therapy include: <www.lymphnet.org>
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A TIME FOR SHARING

A mifostine? | wondered why the drugwvho set the Vs daily, usually on the first tryally the daily walk to radiation grew more dif-

was important enough to merit a calwith little pain or bruising. What a magnifi-ficult until I was truly frightened by my de-
from a parishioner of my mother’scent skill! clining energy levels. My oncologist and re-
church in January 2000. The caller was acan- Following my treatment, | immediately lated staff | worked with me and guided and
cer patient who participated in a successfwalked to the radiation department to begisupported me through the crisis of my life as
clinical trial of Amifostine and strongly rec- my radiation therapy. For maximum resultsye balanced aggressive medical treatments
ommended it to protect salivary glands angatients should be radiated within 10-15 mirwith my ability to tolerate the strain physi-
mucous membranes of the throat and moutites of receiving amifostine. The drug’s efeally and emotionally. | shall forever be grate-
during head and neck radiation. He kneectiveness is compromised if more than 3ful for their expertise and especially their ef-
about my diagnosis of squamous cell cardininutes pass before radiation begins. Itis nfurts to make me as comfortable as possible,
noma (SCC) of the tonsil, Stage 4 with mdully understood how it works, but in clinicalas the side effects became severe.
tastasis to the lymph nodes and my modifidgials, amifostine dramatically improved sa- The combination of radiation and
radical neck dissection. He suggested thita output after radiation when compared tamifostine was taking its toll on my body dra-
some salivary function might have alreadpatients who did not receive the drug. | wamatically. Despite trying many medications,
been lost. | was skeptical about this new drugrtunate to learn of the drug and be approvetusea and vomiting precluded any meaning-
as its effectiveness can vary. It can also fer this new treatment. However, there aril oral nourishment and | lost weight rapidly.
quite toxic, and, in my case, it required a maj@ide effects that many people may experiendewas overwhelmed and miserable and lost
last minute adjustment to my treatment plafhese side effects included a drop in blocalmost thirty pounds. | feared that treatment
Would it work for me and was it worth the risk ofpressure when the drug is administered, amebuld have to be interrupted as | gradually
side effects in addition to those from radiation? became so weakened that | needed assistance
~ My new friend indicated that amifostine _All- tﬁings considérecf, fay-  Wwalking. (it should be noted that the severity
might reduce severe dry mouth after radia-, ) ] of nausea and vomiting due to the amifostine
tion, even though success rates varied andl tﬁe optwn to mcfudé varies greatly from patient to patient but can
there were problems with scheduling and tox- f 3 / now be controlled more effectively in many
icity. His certainty that amifostine had saved amifostine in my cancer cases after more experience with the drug) It
his salivary glands from irreversible radiation treatment }9[(111 was very fOY— was difficult to be sure if my complications were
damage and helped him regain much of hi . . due to the amifostine or not, but it was clear that
sense of taste convinced me to request thsgunate’ S0 too, was the tzme[y the combined treatments made me very ill.
drug. | could barely imagine what the loss ofadvice ﬁom a fe[fow patient, It was indeed fortunate for me when a
my salivary glands could mean, and conse- nurse, who worked overtime to help me
guently, | asked my oncologist about the drug_connectecf to me 0”@ Ey throughout my amifostine treatments, sug-
She agreed to include it in my treatments de aitﬁ‘ gested that | try concentrated oil of pepper-
spite a chance that a positive outcome was not mint to relieve my debilitating nausea. Mi-
assured. Thus in January 2000, | became $fvere nausea and vomiting, as well as oth@culously it worked! Just a drop dabbed on
first patient at my hospital of choice to receivénore rare side effects. The risk of a suddefiy nostril every hour or so gave me almost
amifostine. The FDA had approved the us&op in blood pressure from amifostine led teomplete relief! | carried the tiny bottle with
of amifostine only a short time before. 1 wa§l0se monitoring of my vitals as the medicame everywhere for many months thereafter.
indeed relieved to learn that my medical infion was administered. The risk was also minfFhe peppermint oil was a blessing, and very
surance would cover the drug as the cost cBHzed by having me relax, recline and remainelpful during radiation therapy. Not all pa-
be as much as $15,000.00. hydrated continually prior to radiation. Tox-ients respond to this form of aromatic therapy,
Each treatment began at about noon ifity was also a concem for me, but at the agegiit it worked for me and marked a critical
the infusion lab where the infusion departmer8. | was considered strong enough to handlegbint in my physical stabilization. Neverthe-
MD and nurses checked my vital signs, lev- | felt reassured by the personal care | rgess, | was not able to eat solid food for 5 more
els of pain, nausea, vomiting, sleep patterr@€ived as my physical condition graduallynonths due to a severe sore throat from ra-
and gastrointestinal condition, etc. Five daydeteriorated over the weeks. | experienced @kation. Consequently, | had a PEG tube in-
aweek for 7 weeks, | received amifostine pigierious side effects for the first 10 days. Theerted to halt the weight loss. | kept the PEG
gybacked with my daily 2 liter IV drip to Infusion lab and the radiation therapy departor another year.
maintain blood pressure and hydration. Fullfpent had to coordinate my care to provide | completed my course of amifostine and
reclining sofa chairs made relaxation easiéf€ timely radiation immediately after | resadiation without interruption but radiation
as | received a new IV line daily. (Overnigh€eived amifostine. | was gratified by the teargaused problems in my mouth, tongue and
temporary lines invariably blew out at home§ffort on my behalf in both departments, asthroa. | had no sense of taste and had great dif-

| really appreciated the expertise of the nurs¥s their pioneer amifostine patient. Eventuficulty swallowing. My mouth was exmely
SHARING continued on page 7
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SHARING continured from previous page
dry immediately after radiation ended andoverly dry foo ds. | still enjoy the feel of cool-
moistening my mouth with fluids was a con-ing drinks in my mouth, especially with
stant and stressful battle for the next 6 monthsneals.
My throat was also badly scarred and almost My sense of taste has returned very
totally dry and my voice was very hoarse.slowly, even though some foods remain un-
For months | doubted that the amifostine treatappealing to my taste. | use (and recommend) =
ments had accomplished anything as | ha8iotin products to aid with mouth care and S'P'ﬂ' H"h'c
very little measurable saliva. oral hygiene.
While reading about dental care | learned  In retrospect, meaningful recovery from
that artificial sweeteners promote salivationdry mouth, even with the help of amifostineg
| tested that assertion about 4 months postan take several years. But any reduction
radiation with a stick of sugarless gum anddry mouth is worth the challenge of tolerat
to my astonishment my mouth filled with ing this drug during a treatment program. Th
thick saliva in only a few minutes! My sali- key in my treatment may well have been pr
vary glands worked after all; they just needederving tissue from the most extreme dan
stimulation! A few days and many packs ofage. Patience is required, to put it mildly.
gum later | realized amifostine had protected | am grateful to have my life back, al
my salivary glands more than | ever imag-beit on different terms and to once again ef- , .
ined. The mucous membranes in my moutloy my family and friends, and yes, to worl Helping to Build Awareness of
and throat were damaged by radiation buagain. | could not have made it through this Oral and Head and Neck Cancer
eventually returned to a near normal state. drdeal without the care and support of my

=i
=

1%

:‘P‘nl’\

believe that my recovery was aided substarleving family and true friends. The quality SUPPORT SPOHNC

tially by preserving delicate oral tissues andbf medical treatment | received was excep- Help raisc awareness bY ordering your
salivary glands due to amifostine. In particu-tional and especially comforting emotionally 1 inchenamel pin now.

lar my battle with dry mouth was frustrating at every turn. | am grateful to be alive. All ]

and slow but critical tissue was preserved. things considered, having the option to in 1-9 pins: $6.50 each

10 or more pins: $6.00 each

-

More than ighteen months have passedlude amifostine in my cancer treatment plal ) ; - P .
since | discovered how to stimulate my sawas very fortunate; so too, was the timely ~ including shipping and handling
liva and | am currently 2 years in remissionadvice from a fellow patient, connected tg
from cancer and optimistic about my recov-me only by faith m
ery. Whereas | once planned my day around
water fountains, juice boxes and iced tea to Chuck Lane
avoid that frantic feeling from constant dry Charlottesville, VA
mouth, | now have near normal amounts of
saliva, albeit a bit more thick in consistency.Comment: Studies are currently being con-
| keep fluids handy to promote oral comfortducted with head and neck cancer patients to
but it is not a source of anxiety for me anyinvestigate alternative methods of administ
longer. My tongue feels more moist and Itering amifostine including subcutaneous int
rarely experience dry mouth, unless | eafection and rapid IV.

To order
Call
1-800-377-0928

Visa, Mastercard and American Express
accepted by phone and mail
Visa and Mastercard
accepted at www.spohnc.org

T—t

MEMBERSHIP APPLICATION
SUPPORT FOR PEOPLE WITH ORAL AND HEAD AND NECK CANCER, INC.
Membership includes subscription to nine issuddenss From SPOHNC

Name Phone ( )
Address
Adddress
City State Zip
Please Check: Survivor Friend Health Professional (Specialty)
ANNUAL MEMBERSHIP CONTRIBUTIONS
0 $20.00 individual o0 $30.00 family 0 Booster, $10+ o Donor, $50+ o Sponsor, $100+
0 $30.00 Foreign (US Currency) o Patron, $500+ o Benefactor, $1,000+ o Founder, $5,000+

o Leaders Circle, $10,000+
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SUPPORT FOR PEOPLE WITH
ORAL AND HEAD AND NECK CANCER

SePeQeHeNeC, Inc.
P.O. Box 53

LOCUST VALLEY, NY 11560-0053
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Have you renewed

N

your membership in SPOHNC?

Please check the date on the
address label of your newsletter
and renew your membership
to receive our newsletter

News From SPOHNC

You can now renew
your membership by
credit card

CALL 1-800-377-0928
or
Renew online at www.spohnc.org

- )

NON-PROFIT
ORGANIZATION
U.S. POSTAGE
PAID
LOCUST VALLEY, NY|
PERMIT NO. 28




