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the significAnce of  
bone heAlth in pAtients  
with Multiple MyeloMA

todAy’s pAtient with cAnceR fAces A dAunting AMount of 

infoRMAtion. soRting thRough it All And deciding whAt’s 

iMpoRtAnt cAn be An iMMense chAllenge. foR those with 

Multiple MyeloMA, bone health quickly becoMes thAt Most 

iMpoRtAnt issue on theiR AgendA.

this RepoRt AiMs to fill the educAtionAl gAp by 

illustRAting the seRious consequences of cAnceR-RelAted 

bone diseAses, spuRRing iMpRoved coMMunicAtion between 

pAtients with Multiple MyeloMA And theiR heAlthcARe 

pRovideRs, And inspiRing Action to iMpRove bone heAlth  

in pAtients with MyeloMA. 

Bone HealtH

in fOcus
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Many patients with cancer possess limited knowledge about their bone health 

during the course of their treatment. After being diagnosed with cancer, patients 

are understandably overwhelmed and often experience fear, anger, frustration, 

and confusion. they may not hear or understand everything a physician explains 

about treatment, or messages from their healthcare providers might not be clear. 

before their diagnosis, patients have likely never heard some of the words and 

terms they are now discussing with their doctor, and this lack of understanding 

may contribute to the communication challenges. 

Recognizing the importance of addressing bone health in cancer and the need 

for improved dialogue, a committee of prominent patient advocates and Amgen® 

formed a multidisciplinary steering committee to address the issue. the committee 

commissioned a survey in partnership with harris interactive to assess the 

communication between patients with cancer and physicians about bone health 

in cases involving either non-metastatic or metastatic cancer, and to determine 

awareness levels and concern about bone health and cancer. the results from 

the harris interactive survey, along with in-depth interviews with patients with 

myeloma, are included in this report. for more information about the harris 

interactive survey and the methodology it used please refer to page 16 of this 

report. this report aims to raise awareness, empower patients, and encourage a 

better patient-physician dialogue around the critical issue of bone health.

the significAnce of bone heAlth in pAtients  

with Multiple MyeloMA 

Myeloma is a cancer of the plasma cells in the bone marrow. the malignant plasma 

cells or myeloma cells accumulate in the bone marrow.1 it is the second most 

common hematologic malignancy in the united states2 and is characterized by a 

unique form of destructive bone disease which occurs in the majority of patients3. 

while the disease can remain asymptomatic for many years, the most common 

presenting complaint in the symptomatic phase is bone pain1  and 51 percent of 

patients with multiple myeloma who were not treated for bone lesions experienced 

an sRe within two years.4
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skeletal-related events (sRes) can occur when  

bone has been weakened by cancer or cancer  

treatments. sRes include:

Fracture

Spinal cord compression

The need for surgery or radiation to the bone 

 

 

further, most patients (80 percent) with myeloma present with bone pain as the 

predominant symptom.3 bone pain for patients with myeloma is often severe and 

constant, though it occasionally fluctuates in intensity for reasons that are unknown.3

beyond the pain, patients with myeloma also have weakened bones. bone lesions can 

lead to debilitating and costly skeletal-related events (sRes).3 And some people with 

multiple myeloma also have a condition known as osteopenia (low bone density).3 

thus, patients with myeloma bone disease are susceptible to fractures occurring either 

spontaneously or following trivial injury.3 these pathological fractures often involve 

the vertebrae, ribs and long bones, but occasionally occur in other sites such as the 

sternum and pelvis.3

the harris interactive survey found that 78 percent of patients with myeloma  

were told they may experience bone pain and patients also cited bone fractures  

(73 percent).5 fatigue was another common symptom of their multiple myeloma  

(58 percent).5 the survey indicated that 85 percent of patients with myeloma 

experience some of these symptoms, with 68 percent of the respondents saying 

that these complications had either a major or moderate impact on their daily lives, 

restricting general mobility and activity.5 

cARole 
(myeloma patient, diagnosed 1987) 

The main thing about bone complications, that I tell people, is not to ignore the 

pain, because from my own experience in 22 years, I’ve learned that if you’re 

getting bone pain in a specific area, with multiple myeloma, you need to address 

that. You need to have some testing done, or a skeletal survey done, to see if in 

fact you are having something going on with that bone. 
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the risk of fractures may explain why in the harris interactive survey 98 percent of 

hematological oncologists who treat patients with myeloma discuss the need to treat 

and delay the onset of sRes with their patients, and the majority (67 percent) discuss 

the need to treat pain.5

cARole
(myeloma patient, diagnosed 1987) 

Well, in the beginning, the pain was excruciating. I will tell you that. And the way 

the tumor was wrapped around my spinal cord, they weren’t even sure if I would 

have mobility from the neck down, or paralysis of both arms. After that, they took 

the tumor out, and then an orthopedic surgeon took bone out of my hip and rebuilt 

the seventh vertebra, I was pretty good for about six years. I was very mobile. I’ve 

worked through the whole time, and basically that was fine.

 

ninety-nine percent of hematologists and oncologists surveyed by harris interactive 

reported treating myeloma with intravenous (iv) bisphosphonates.5 however, a recent 

retrospective analysis of claims data showed that 45 percent of patients remained 

untreated.6 treatment is very important as 51 percent of patients with myeloma who 

are not treated for bone lesions experience an sRe within 21 months.4

hypercalcemia, which is caused by bones breaking down and releasing too  

much calcium into the blood, occurs mainly in patients with advanced disease. it 

is accompanied by characteristic distressing signs and symptoms, including bone 

pain.3 hypercalcemia can also be exacerbated by acute renal failure that frequently 

complicates the course of the disease.3

in a 2007 study, 3,049 patients with cancer were evaluated for pathologic fractures, 

and 513 of those with multiple myeloma had the highest fracture incidence (43 

percent).7 studies have shown that in many types of cancer, pathologic fracture was 

correlated with the risk of death.7 the additional risk demonstrates that patients 

should be vigilant and do all they can to avoid fractures.

 

According to Jan, a myeloma patient, “…in the two years leading up to my 

diagnosis, I broke bones in both legs, which was highly unusual for me. I had never 

broken a bone in my life.”
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cuRRent tReAtMents, unMet 
needs foR MAnAging the 
effects of MyeloMA on bone

bisphosphonAtes 

the majority of drugs used to treat bone complications slow the destructive breakdown 

of bone, making them more resistant to fracture. Among these compounds are 

bisphosphonates, which are an effective treatment for bone complications in patients 

with multiple myeloma. 

intravenous bisphosphonates have been shown to reduce multiple myeloma-related 

bone complications by delaying the time to a first sRe and reducing the risk of 

developing a subsequent bone complication.4 it is recommended that in multiple 

myeloma patients bisphosphonates are given for at least 15 minutes every three  

to four weeks.8 

FamiliariTy wiTh “SkeleTal-relaTed evenTS” iS Only 42 percenT5 amOng 

paTienTS wiTh mulTiple myelOma, even ThOugh incidence raTeS OF bOne 

diSeaSe iS nearly 100 percenT9

the national comprehensive cancer network (nccn) guidelines recommend the use of 

intravenous (iv) bisphosphonates for all patients with myeloma who have bone disease.10

the American society of clinical oncology (Asco) recommendations include  

the following:

  patients with multiple myeloma who experience bone loss or fractures of the spine 

from osteopenia (lower bone density that leads to weaker bones) should receive iv 

bisphosphonates every three to four weeks.8,11

  bisphosphonate treatment should be given monthly for two years. At two 

years, the clinician should strongly consider stopping treatment with the 

bisphosphonate. treatment should begin again if the myeloma comes back  

and new bone problems develop.11

  because bisphosphonates can affect the kidney, the level of creatinine (a measure  

of kidney function) should be checked before each dose. other lab tests may also 

be done. the physician may need to adjust the bisphosphonate doses according  

to these results.8,11,12
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  osteonecrosis of the jaw is an uncommon but potentially serious side effect of 

bisphosphonate use. before treatment, patients should receive a thorough dental 

examination, and any tooth or mouth infections should be treated. while receiving 

bisphosphonate treatment, patients should avoid having any invasive dental work 

done, such as dental surgery, and take good care of their teeth, mouth and gums, 

if possible.8,11

  Although not indicated for use in pain, bisphosphonates are sometimes used to 

the treat pain from bone disease. bisphosphonates may be used along with other 

standard methods, such as radiation therapy, pain medication, or surgery for bone 

fractures, to relieve pain.11

  According to some clinical guidelines, bisphosphonates are not recommended for 

patients with one bone tumor (solitary plasmacytoma), smoldering (asymptomatic) 

myeloma, or indolent myeloma.11

According to the harris survey, while nearly all hematological oncologists treating 

patients with myeloma prescribe bisphosphonates, only slightly more than half (55 

percent) of those surveyed are satisfied (44 percent) or very satisfied (11 percent) with 

current treatments to address bone lesions and related complications in their patients.5

 

iF brian gOT Sick in 2008 inSTead OF 1988, he’d be alive and wOuldn’T 

have SuFFered FrOm Such debiliTaTing bOne diSeaSe. nOw iT’S nOT 

unuSual FOr peOple TO experience lOng-Term remiSSiOnS Over 10, 15 

yearS.13 iT’S hard TO knOw iF we’ll Find a cure, buT we believe myelOma 

iS becOming a TreaTable, chrOnic diSeaSe. we’ve cOme a lOng way. SuSie 

nOviS, FOunder OF The inTernaTiOnal myelOma FOundaTiOn, diScuSSing 

medical prOgreSS Since her huSband, brian, paSSed away due TO 

mulTiple myelOma.
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pAtients with Multiple 
MyeloMA speAk out About  
bone heAlth 

the emotional consequences of any cancer diagnosis can be difficult to manage. When 

the cancer affects the bone, the emotional repercussions can increase exponentially. 

JAck* 
in 1995, Jack, now 60 years old, was diagnosed with medullary 

plasmacytoma. Since then, the San Jose, california, native has 

experienced peripheral neuropathy and porous bones due to 

aggressive treatment protocols.

Jack had a local oncologist in San Jose as well as an oncologist 

at the myeloma institute at the university of arkansas in little 

rock, where his autologous stem cell transplants were conducted and where he felt 

comfortable with the expertise he found there. after his third stem cell transplant 

(allogeneic), he was put in touch with a myeloma specialist at Stanford university, 

whom he has seen for the last 10 years. “all my doctors are good; they’re important 

relationships. and don’t forget how important nurses are. They know your history  

and operational needs.” From the beginning, Jack had a number of bone scans and 

was made aware of bone loss and treatments, and he’s thankful that his scans are  

all stable now. 

“i’m a support group facilitator so i help answer questions and help others (as well as 

myself) through the process,” he says. “There’s always an opportunity to learn what’s 

new. The patient is his or her own best advocate. There’s a lot of research to review, 

questions to ask, seminars to attend, and online sources to access.”

 

 

 

 

 

*patient testimonials were collected separately from the harris interactive Survey 

and are not affiliated with harris international. 
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pAulA*

paula, 62, a resident of branchberg, new Jersey, was 

diagnosed with solitary plasmacytoma in 1999, including a 

cytoma (cell tumor) in her femur near her hip joint, a tumor 

in her spine, and later in three new bones – arm, chest and 

another location in her spine. She also has experienced bone 

brittleness and thinning with an accompanying fear  

of fractures. 

paula is treated by a myeloma specialist connected to a large suburban medical 

center and a local oncologist who prescribes medications, including bone treatments.

“after 10 years, my doctors are very attentive, but it’s getting to the point where they 

know i’m an active patient and will ask questions as needed. They treat me like the 

educated patient i am.”

paula’s doctors introduced her to bone issues and treatments early, and she’s been 

scanned and tested regularly. On the other hand, she says, “Oncologists are so driven 

to win the war against cancer, sometimes supportive care issues are less important. 

They focus on treating the cancer and are less focused on treating the side effects.” 

because she has run a support group since 2005 for the international myeloma 

Foundation, paula does a lot of research on her own, so “i don’t look to my doctors  

to be the total source of information.”

 

 

 

*patient testimonials were collected separately from the harris interactive Survey 

and are not affiliated with harris international. 
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pAulA
 (myeloma patient, diagnosed 1999)

There’s a difference between male and female patients. Sometimes men have 

trouble verbalizing – they’re taught to suck it up and not complain about pain – but 

they might be more inclined to talk more openly with a female doctor. In any case, 

patients with myeloma need to be forthcoming about how they’re feeling, even the 

minor problems, if they’re going to get the kind of treatment they need.

 

becOme very invOlved in yOur care. Speak up and encOurage a 

dialOgue wiTh yOur enTire healThcare Team, including nurSeS. 

repOrT any SympTOmS TO yOur dOcTOr immediaTely TO geT early 

diagnOSeS and TreaTmenT. Seek OuT paTienT advOcacy grOupS  

FOr inFOrmaTiOn and SuppOrT. 

Role of effective coMMunicAtion

As with any medical issue, the quality, accuracy and timeliness of communications 

between physicians and patients are critical to successful outcomes. nurses also play 

a significant role in effective communications, as they spend a great amount of time 

counseling the patient about treatments, side effects and overall health issues.

infoRMAtion is AvAilAble

knowledge is power. this is especially true for patients with cancer. so, as the ultimate 

consumers of healthcare, patients can make the best decisions about their treatment 

by becoming educated. enormous amounts of information are available to help patients 

understand their diagnosis and treatment options.

while most patients with myeloma (63 percent) report being satisfied with the amount 

of information they received about bone health, the same amount (63 percent) report 

they would have liked to have learned more about bone health earlier in their treatment.5

only about half (49 percent) of the myeloma respondents have sought additional 

information about bone-related complications, predominantly from their physicians 

(83 percent), the internet (83 percent) and support groups (52 percent).5
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the suppoRt of fAMily And fRiends  

– A netwoRk of suppoRt

having the support and help of friends and loved ones is also very important. bringing 

someone along to medical appointments, for example, not only provides emotional 

support but also gives the patient a critical back-up – someone who can listen carefully 

to directions, think of questions to ask, and remember details the patient may forget.14

keep RecoRds

to improve and maintain effective communications, patients should prepare a list 

of specific questions beforehand and write down responses from their healthcare 

providers, to prevent important concerns from being forgotten during medical 

appointments.14 taking notes also helps the patient review the information later when 

there is more time to concentrate or do research. it may even make sense for patients 

to tape-record their visits, with the doctor’s consent.14 (Many of today’s “smartphones” 

have a recording function.) patients who record their visits can listen to specific 

information again or share it with family members or friends.

Another way for patients to record information about their specific diagnosis and 

keep track of details is to keep a notebook or journal. it is a good way to track not 

just appointments, blood tests, medications and side effects, but everything that  

is happening, including the patient’s feelings.

speAk up

in any conversation with a doctor, patients should feel free to be assertive. if they don’t 

know what a word means or don’t understand the doctor’s directions, they have a 

right to ask. patients can also request a phone appointment or follow-up visit if more 

time is needed for discussion.14  
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RecoMMendAtions foR effective coMMunicAtion 

between cliniciAns And pAtients 

Myeloma is a complicated disease. it takes diligence and persistence to treat it 

effectively. therefore, communication between patients and their healthcare providers 

is critical to make sure the right treatment is being carried out appropriately.

MAnAging coMMunicAtions

some medical centers start things off by arranging a patient meeting with the 

oncologist and radiation oncologist before treatment begins. As a result, a proposed 

course of treatment can be discussed so everyone understands, thus avoiding 

confusion along the way.

providers can continue to collaborate on a course of treatment by having regular 

multi-disciplinary conferences that could include oncologists, radiologists and 

surgeons as well as various supportive specialties. when all doctors are under the 

same roof (or on the same call) periodically, communication is easier and better, 

resulting in clearer information for the patient.

Most doctors encourage their patients to equip themselves with facts, providing 

educational materials and referring them to both local and national support groups. 

while some patients are reluctant to get involved, participating in support groups  

can be an important part of recovery.  

vicki 
(myeloma patient, diagnosed 2004) 

I already subscribe to the Google service, [so] that every time myeloma is mentioned 

in the news anywhere, I get a Google news alert… then I can look and see what’s being 

written about it. That kind of thing, that just makes me aware of what’s out there, and 

then I can make the decision whether to go read it or not.  
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teAR-out foR youR neXt visit 
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Ask key questions

Here are some questions patients might ask their doctors or nurses about their 

treatment and follow-up:14

whAt ARe My tReAtMent options?

whAt is the RecoMMended tReAtMent?

how often will i Receive tReAtMent?

whAt ARe the possible side effects? 

whAt ARe the possible benefits And Risks of  

this tReAtMent?

if My doctoR is not AvAilAble, who cAn i Ask?  

foR eXAMple, is A nuRse, sociAl woRkeR, oR otheR 

speciAlist AvAilAble?

is theRe Any infoRMAtion thAt i cAn ReAd About 

this tReAtMent oR pRoceduRe?

is theRe Anything else i should know? 



14
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pAtients need to be theiR own best AdvocAtes

based on the research data and information collected in this report, it is clear that:

  sRes in multiple myeloma are a serious problem with a potentially devastating 

impact on patients.

  patient knowledge about bone health is not as high as it should be, although most 

patients want more information. even among patients who are satisfied with the 

amount of information available to them, many would have wanted more information 

about bone health earlier in the cancer treatment process. 

  More and higher quality communication is needed between physicians and 

their patients, and it is up to physicians to provide that information, as well as 

recommend other information sources.

the data also show that physicians who treat patients with myeloma have high levels 

of awareness and concern about bone health and are generally satisfied with current 

treatments, but their satisfaction is not strong. this would suggest they may be 

interested in new, more efficacious treatment options.5

the entire healthcare community must take coordinated action to make cancer-related 

bone diseases more of a priority throughout the treatment continuum. better bone 

health can’t be achieved by either patients or their healthcare providers alone. the 

effort to understand the science and develop novel therapies to address the root cause 

of bone loss and bone destruction in patients with cancer is ongoing. in the meantime, 

patients, physicians, support groups and other advocates can do a great deal more to 

help alleviate pain and suffering and reduce the clinical and emotional effects of multiple 

myeloma-related bone disease by prioritizing discussions about this critical topic. 

The eFFecTive TreaTmenT OF cancer requireS a cOnSiderable eFFOrT by 

The paTienT and phySician. FOrming a STrOng parTnerShip, which ShOuld 

alSO include Family, FriendS, OncOlOgy nurSeS, SOcial wOrkerS and 

paTienT SuppOrT grOupS, iS nOT Only helpFul buT crucial TO eFFecTive 

diSeaSe managemenT and TreaTmenT. 
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working closely together with this network, patients can and should:

  Achieve the highest standard of care and work with their physicians to develop  

a treatment plan that is tailored to their needs. 

  comply fully with an agreed-upon treatment plan. if side effects or other issues 

prevent this, communication is critical. 

  take enough time to exchange relevant information and maintain an ongoing 

dialogue with healthcare providers about their progress and treatment options.

  Make sure they get answers to questions they ask their healthcare providers. 

  obtain other professional opinions and use other support services that may  

benefit recovery.

  seek out emotional, social and practical support that may help them during  

cancer treatment. 

soMe ResouRces cAn be A helpful stARt:

international Myeloma foundation (www.myeloma.org)

cuRe (www.curetoday.com)

self-RepoRted pAtient suRvey Methodology

the multiple myeloma patient survey was conducted online within the united states by 

the international Myeloma foundation between March 31 and April 5, 2010. Respondents 

included 831 patients with multiple myeloma who were recruited from the international 

Myeloma foundation’s membership list. data from the multiple myeloma patient survey 

was not weighted. All patient surveys averaged 10 minutes in length. 

self-RepoRted physiciAn suRvey Methodology

All physicians were interviewed online by harris interactive between february 19 and 

April 16, 2010 on behalf of Amgen and in partnership with the international Myeloma 

foundation. Respondents included 150 hematology oncologists. All hematology 

oncologists were recruited by postal mail using the American Medical Association 

(AMA) master physician list as the sample frame. All physician surveys averaged 

10 minutes in length. physician data was weighted to be representative of the 

populations of the respective physician populations.
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definitions 

skeletal-related events (sRes) can occur when cancer has spread to the bone 

(metastasized) and weakened it. sRes include:

  pathological fracture: A fracture to bone for a patient with advanced cancer is 

significant and generally requires hospitalization. it can cause serious impairment 

and disability in addition to pain.15

  spinal cord compression: if the bone metastasis is in or around the vertebral 

column, expansion from the bone can compress the spinal cord. this can lead  

to serious complications such as paralysis, incontinence and numbness.16

  surgery to bone: if a bone is at risk of fracture or has already fractured, surgery 

to the bone is performed to manage or prevent further complications. with 

patients with advanced cancer, surgery to the bone is a major operation, and 

recovery can often be challenging and require hospitalization.15

  Radiation to the bone: Radiation to the bone is performed to treat the bone 

metastasis and alleviate pain. however, the consequence of this is permanent 

damage to the bone, and radiation is generally only performed on small areas.17

smoldering multiple myeloma: smoldering multiple myeloma is a plasma-cell 

proliferative disorder that is associated with a high risk of progression to symptomatic 

multiple myeloma or amyloidosis. prognostic factors for the progression and outcome 

of this disease are unclear.18

peripheral neuropathy: the term, peripheral neuropathy, denotes damage to nerves 

of the peripheral nervous system that may be caused either by diseases of the 

nerve or from the side-effects of systemic illness or its cancer.19

osteoporosis: A disease where bone loss occurs throughout the body resulting in 

lower bone density and an increased risk of fracture. the disease often develops 

unnoticed over many years, with no symptoms or discomfort until a fracture occurs.20 

plasmacytoma: A plasmacytoma is the particular name for uncontrolled division 

of the plasma cells. when plasma cell cancer is found in just one place in the body 

(usually bone), it is called solitary plasmacytoma. when it exists in multiple areas,  

it is called multiple myeloma.1
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