XXXXX 2019

SPECIAL FEATURE
™

the patient voice

Mira Armour

Caregiver and Patient
Advocate; Director,
Mijelom Croatia

Christine Battistini

President and Founder
International Myeloma
Foundation
Latin America, Brazil

Yelak Biru

Patient; Myeloma
Support Group Leader;
Member, International
Myeloma Foundation

™

Viorica Cursaru

Caregiver and Patient
Advocate; Founder &
President, Myeloma
Euronet Romania

Global Insights for People
with Multiple Myeloma

Aldo Del Col,
BScPhm, MBA

Patient; Co-founder,
Myeloma Canada

co nquer-m a ga zine . c o m
© 2019 Green Hill Healthcare Communications, LLC

Anne DelmondDavanture, PhD

Patient; Member of
the Board of Directors,
French Association of
Patients of Multiple
Myeloma, France

Nadia Elkebir

Advocate; Director,
International Myeloma
Foundation, Europe
Division

™

™

Green Hill Healthcare
Communications, LLC ™

Your Innovative Partners in Medical Media

the patient voice

™

table of contents
3
8
10
10
12

Senior Vice President/Group Publisher
Russell Hennessy
rhennessy@the-lynx-group.com
Vice President/Director, Sales & Marketing
Joe Chanley
jchanley@the-lynx-group.com
Sales Associate
Adam Walton
awalton@the-lynx-group.com
Senior Editorial Director
Dalia Buffery
dbuffery@the-lynx-group.com
Associate Editor
Lara J. Lorton

Learning Starts at Diagnosis

Copy Editor
Adam Buffery
Editorial Assistant
Bailee Formon

Treatment Choices for a Complex Condition

Senior Production Manager
Melissa Lawlor

Sharing in Decision-Making
President/CEO
Brian Tyburski
Senior Vice President/Group Publisher
Nicholas Englezos
nenglezos@the-lynx-group.com

Caring for the Caregiver
Building a Global Multiple Myeloma Community

Senior Vice President/Group Publisher
John W. Hennessy
jhennessy2@the-lynx-group.com
Senior Vice President, Sales & Marketing
Philip Pawelko
ppawelko@the-lynx-group.com

Vice President, Finance
Andrea Kelly
Director, Human Resources
Mara Castellano
Director, Strategy & Program Development
John Welz

CONQUER: the patient voice, ISSN 2475-823X (Print); ISSN 2475-8248 (Online), is published 6 times
a year by Green Hill Healthcare Communications, LLC, 1249 South River Rd, Suite 202A, Cranbury,
NJ 08512. Copyright © 2019 by Green Hill Healthcare Communications, LLC. All rights reserved.
CONQUER: the patient voice logo is a trademark of Green Hill Healthcare Communications, LLC. No
part of this publication may be reproduced or transmitted in any form or by any means now or hereafter
known, electronic or mechanical, including photocopy, recording, or any informational storage and
retrieval system, without written permission from the Publisher. Printed in the United States of
America.
The ideas and opinions expressed in CONQUER do not necessarily reflect those of the Editorial Board,
the Editors, or the Publisher. Publication of an advertisement or other product mentioned in
CONQUER should not be construed as an endorsement of the product or the manufacturer’s claims.
Readers are encouraged to contact the manufacturers about any features or limitations of products
mentioned. Neither the Editors nor the Publisher assume any responsibility for any injury and/or damage
to persons or property arising out of or related to any use of the material mentioned in this publication.
EDITORIAL CORRESPONDENCE should be addressed to EDITORIAL DIRECTOR,
CONQUER, 1249 South River Rd, Suite 202A, Cranbury, NJ 08512. E-mail: editorial@conquermagazine.com. Phone: 732-992-1892. Correspondence regarding permission to reprint all or part of any
article published in this journal should be addressed to REPRINT PERMISSIONS DEPARTMENT,
Green Hill Healthcare Communications, LLC, 1249 South River Rd, Suite 202A, Cranbury, NJ 08512.

This special issue and the Global Patient Leadership Council Multiple Myeloma Roundtable
were sponsored by Takeda Oncology.
Takeda Oncology is the oncology business unit brand of Takeda Pharmaceutical Company Limited.
All trademarks are the property of their respective owners. ©2019 Millennium Pharmaceuticals, Inc.,
a wholly owned subsidiary of Takeda Pharmaceutical Company Limited.

CPS1334

2

Chief Nursing Officer Senior Director,
Strategic Planning & Initiatives
Danelle Johnston,
MSN, RN, HON-ONN-CG, OCN
Senior Vice President, Group Operations
Marion Murray
Director, Quality Control
Barbara Marino
Director, Production & Manufacturing
Alaina Pede
Director, Creative & Design
Robyn Jacobs
Director, Digital Marketing
Samantha Weissman

Managing Director
John Vassiliou
Executive Vice President,
Sales & Marketing
Shannon Sweeney
Vice President, Account Group Supervisor
Alex Charles
Deanna Martinez
Account Group Supervisors
Debora Burke
Pamela Intile

™

patient perspectives

Global Insights for People with
Multiple Myeloma
In April 2018, patient advocates from North
America, South America, and the European Union
met in Berlin, Germany, to discuss the challenges
faced by people living with multiple myeloma. In
this second annual Global Patient Leadership
Council (GPLC) Multiple Myeloma Roundtable,
which was sponsored by Takeda Oncology and
moderated by CONQUER, patient advocates
shared their experiences with multiple myeloma
and brainstormed about practical ways to address
unmet needs that would benefit patients and their
families around the world.
After sharing many different aspects of their experiences with multiple myeloma, the patient advocates were clear that, because everyone’s individual journey is unique, learning and communicating
openly with the healthcare team is critical. Research
studies show this, too. Patients who share their expectations and preferences with their healthcare
teams may have better health outcomes.1
This publication summarizes the roundtable discussion for patients, caregivers, and the doctors
and nurses who are a part of the global multiple
myeloma community. It is divided into 5 sections
that summarize key learnings related to the following topics:
• Learning Starts at Diagnosis
• Treatment Choices for a Complex Condition
• Sharing in Decision-Making
• Caring for the Caregiver
• Building a Global Multiple Myeloma Community.

ma cells. Growth of myeloma cells often occurs in
bones where marrow is very active, such as the
spine, skull, rib cage, pelvis, shoulders, and hips. The
word “multiple” is used because the disease can
occur in several areas of bone. On scans, multiple
myeloma can look like a tumor (1 disease site) or
can result in several different patches of bone loss.2
As it grows, multiple myeloma can weaken
bones and prevent the bone marrow from forming
blood cells. This means that patients can have anemia (low levels of red blood cells), thrombocytopenia (low levels of platelets), or leukopenia (low levels of normal white blood cells).2 People with
multiple myeloma can also experience pain, bone
fractures, weakness, fatigue, bruising, or bleeding,
and can have a tough time fighting infections.
Multiple myeloma can also result in high levels of

Figure 1. Multiple Myeloma
Multiple myeloma cells are abnormal plasma
cells (a type of white blood cell) that build up
in the bone marrow and form tumors in many
bones of the body.

LEARNING STARTS AT DIAGNOSIS
What Is Multiple Myeloma?
Before reviewing insights related to living with
multiple myeloma, it helps to briefly summarize the
condition. In multiple myeloma, white blood cells
called plasma cells, which are found in the bone
marrow, become cancerous or malignant (Figure
1).2 These cancerous plasma cells are called myelo-

Copyright © 2014 Terese Winslow LLC. Used with permission.
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treat their disease. Cost, availability, and whether
insurers and national health system payers are willing to cover treatments are often barriers to patient
access.8 These advocates’ organizations are dedicated to ensuring that patients have access to all of
the medications that they need.
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As in other rare diseases with symptoms that can
be vague, it is not unusual for patients with multiple
myeloma to see several different medical specialists before a diagnosis is made. Most primary care
physicians, orthopedists (bone specialists), and nephrologists (kidney specialists) do not immediately
think of multiple myeloma when they initially see an
older patient with back pain, fatigue, or kidney
problems. Multiple myeloma is uncommon; the average primary care physician is likely to see fewer
than 10 patients with the disease throughout his or
her career.9
Studies that have been conducted to better understand this delay in diagnosis have shown that
bone pain is, by far, the most common reason for
patients with multiple myeloma to seek medical

HUSBAND’S
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in Multiple
Myeloma Treatment
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DOCTOR, HIS GENERAL
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multiple myeloma, according to a study of more

“MY HUSBAND’S
DIAGNOSIS WAS DELAYED
FOR MORE THAN 6
MONTHS BECAUSE HE HAD
A BLOOD TEST AND THE
DOCTOR, HIS GENERAL
PRACTITIONER, FOUND
ANEMIA. IN FACT, HE WAS
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MULTIPLE MYELOMA.”

symptoms that can
atients withthan
multiple
1000 patients diagnosed
with the disease
be—Viorica
Cursaru
nt medicaltween
special2001 and 2010.7 Of note, statistics from this

time frame do not capture the impact of new treat4
ments2019
that
have been introduced since 2010 or the
February
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stem-cell transplantation.
One of the biggest challenges in multiple myeloma is access to treatment. Patient advocates
who participated in the GPLC Multiple Myeloma
Roundtable recognized that many patients worldwide cannot access the therapies necessary to

—Viorica Cursaru
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Learning About Multiple Myeloma

“PEOPLE WHOM I HAVE
KNOWN HAVE GONE
TO CHIROPRACTORS
AND WERE TOLD, ‘IT IS
JUST A BACK PROBLEM.’
IT HAS TAKEN SEVERAL
MONTHS, IF NOT YEARS,
BEFORE THEIR BONE PAIN
WAS ASSOCIATED WITH
MULTIPLE MYELOMA.”

After being told that they have multiple myeloma, patients and their families are rightly alarmed
and stressed. Most want to know the likely physical,
emotional, social, and financial impacts the disease
will have on them and their loved ones, as well as
their prognosis. Doctors who treat people with cancer, including multiple myeloma, need to recognize
patients’ level of understanding and state of mind
as they help prepare them for the road ahead.
As the shock of a cancer diagnosis wears off, it is
important for patients with multiple myeloma to realize that, unlike with many other illnesses and cancers, their journey is often long-term. Multiple myeloma is a disease with periods of disease remission
and relapse.11 People with multiple myeloma often
receive different types of treatment in sequence (ie,
“lines” of treatment) over their lifetime.12
Because multiple myeloma often requires a longterm approach, patients and their healthcare team
can talk about different options and plan the journey. In most instances, patients have time to learn
about the disease, find the best doctors to treat
them, talk about treatment options, and prepare
themselves (and their families, caregivers, coworkers, and friends) for the next steps.
Patient advocates who participated in the GPLC
Multiple Myeloma Roundtable shared their personal
insights and experiences related to learning more
about multiple myeloma, as well as their ideas for
others who are newly diagnosed with the disease.

—Yelak Biru
care.9,10 Findings from a large, global, prospective,
observational study (INSIGHT-MM) showed that almost one-third (34%) of 1000 patients with multiple
myeloma from around the world sought medical
care because of bone pain.10 The next symptoms—
weakness and fatigue—were mentioned as the
reason to seek care by 13% of patients, whereas
kidney problems prompted patients to seek treatment in only 6% of cases.10 If the diagnosis of multiple myeloma is delayed, cancer has more time to
grow (ie, it may be more advanced) and myeloma-
related symptoms can be more severe, which
can have a negative impact on the quality of life
of patients.
Because early diagnosis is so critical, patient advocates feel it is important to raise awareness of
multiple myeloma and its symptoms. In particular,
there should be more educational programs for
primary care physicians to help them recognize the
early signs of the disease and understand the tests
they can use to make a diagnosis. Other healthcare providers who need to be better informed are
medical specialists who see patients who have
come to them because of unexplained bone pain
or kidney problems.

STEP 1: PRIORITIZE ACCURATE AND
UP-TO-DATE INFORMATION
There are many sources of information and advice
about multiple myeloma, particularly online. Because
searching the Internet is easy, many patients and
their families start there. However, patient advocates
note the need to be cautious about sources; patients’ personal experiences that are shared online
are not as reliable as information collected through
robust research, including clinical trials. In addition,
new information about multiple myeloma becomes
available at a fast pace. Internet-based information
needs to be up-to-date, clear, and accurate. Patients
should focus on information that is reported by experts and reputable organizations.

5
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Which websites are best? The patient advocates
believe that patient organizations offer trustworthy
resources, as well as support for people with multiple
myeloma. Pharmaceutical companies who make
treatments for patients with multiple myeloma also

have valuable educational resources and support
programs. Table 1 provides a select list of multiple
myeloma–focused Internet sites that were discussed
during the Roundtable, including links to patient organizations dedicated to supporting the needs of
people with multiple myeloma. The patient advocates noted that these free, reliable, and supportive
websites give patients the chance to connect and
learn. Doctors and nurses should also refer patients
and their caregivers to support groups or patient
organizations that can help them obtain answers to
their questions, gain insight and support, and ultimately feel more comfortable talking with the
healthcare team.

“THERE IS TOO MUCH
INFORMATION OUT
THERE. FINDING RELIABLE
INFORMATION IS THE
CHALLENGE. REFERRING
TO PATIENT
ORGANIZATIONS
IS A GREAT FIRST STEP.”

STEP 2: ASSEMBLE YOUR HEALTHCARE TEAM
The patient advocates highlighted the need for
all patients to feel comfortable with the doctors,
nurses, and other healthcare professionals who provide their cancer care. Whether this team of professionals is small or large, patients with multiple myeloma should receive the best quality of care available.
Each patient with multiple myeloma will have dif-

—Yelak Biru
Table 1. Select Multiple Myeloma–Focused
Internet Sites

“YOU NEED A
HEALTHCARE TEAM THAT
WORKS TOGETHER. THEY
ALL NEED TO KNOW
ABOUT EACH OTHER,
AND IT IS THE PATIENT’S
JOB TO KEEP EVERYONE
INFORMED ABOUT HIS OR
HER MEDICATIONS AND
ABOUT DECISIONS THAT
HAVE BEEN MADE.”

•	International Myeloma Foundation (IMF)
800-452-CURE (800-452-2873)
www.myeloma.org
•	Myeloma Patients Europe
www.mpeurope.org
•	Multiple Myeloma Research Foundation (MMRF)
203-229-0464
https://themmrf.org/therighttrack/
•	The Myeloma Beacon
www.myelomabeacon.org
•	Myeloma Canada
www.myelomacanada.ca
•	Myeloma UK
www.myeloma.org.uk/
•	National Comprehensive Cancer Network
(NCCN)
www.nccn.org
•	Leukemia & Lymphoma Society (LLS)
www.lls.org; to chat online, click “Live Chat”

—Yelak Biru

•	Myeloma Crowd (CrowdCare Foundation)
www.myelomacrowd.org
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with their doctor; therefore, nurses can be an important “point of contact.” If necessary, nurses can
also refer patients to other professionals who can
provide psychosocial support, financial assistance,
or other services.
Whenever possible, multidisciplinary healthcare
teams should work together to decide which treatment choices are most appropriate at each point in
the patient’s journey. Multidisciplinary teams include
several different types of cancer care providers
(Figure 3), each of whom have unique perspectives.
Whether this team is large or small, the members
should work together, communicate often, and
keep the patient’s needs and wants the top priority
when making recommendations.

Figure 3. Key Members of Cancer Care Team
Figure 3. Key Members of Cancer Care Team
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KEY POINTS
•	For a growing number of patients, multiple myeloma is a chronic condition. Patients do not need to
panic—there is time to learn and absorb needed
information. Patients should consider asking family
members or friends for help.
•	After diagnosis, one of the first things patients
should do is find a multiple myeloma specialist or
go to a Center of Excellence, if available. When
possible, patients should ask for second opinions
from multiple myeloma specialists if they wish to
be treated closer to home.
•	It is easy to overload on poor-quality information
about cancer using the Internet, including social
media sites. Patients should prioritize learning
about multiple myeloma from trustworthy and upto-date information sources, such as those listed in
Table 1.
•	The patient’s healthcare team is there to offer information and support. Patients with multiple myeloma are tasked with finding the best team
available in their country, and using the team’s
knowledge and experience to learn as much as
possible.
•	Patients should not be afraid to ask questions of
doctors and healthcare providers. They should
write down their most pressing questions and the
answers that are given.
•	
Patients with multiple myeloma should connect
with other patient and caregiver mentors using
free support services that are available online, via
telephone, and in local hospitals.

Key members of a patient’s cancer care team may include
doctors (hematologist, transplant specialist, primary care
physician), advanced practice providers (nurse practitioner,
physician assistant, nurse), social workers, counselors,
pharmacists, and laboratory technicians.

ferent preferences and needs, which means they
need to find a cancer care team that is a good fit
for them. Healthcare providers should work with
each patient to find the best solutions for his or her
medical needs and respect the patient’s requests
for second or even third opinions.
Whether patients live in a rural village, a suburban
town, or a large city, it is important for them to consider meeting with a multiple myeloma specialist.
These doctors often practice in a specialty center or
“Center of Excellence,” which may be located within a larger hospital or university. Multiple myeloma
specialists provide focused care, and often have
access to the newest diagnostic tests and treatments, including clinical trials.13
Nurses also play a key role in the healthcare
team. In addition to providing direct medical care,
they are often able to discuss complex information
with patients and caregivers. Nurses are more likely
to use terms that are clear and easy to understand.
They also advocate for the patient who is experiencing complications or side effects. Some patients
are not comfortable sharing side effect information

7
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STEP 3: CONNECT WITH OTHER PATIENTS
WITH MULTIPLE MYELOMA

Figure 4. Overview of Treatment Strategies for
Newly Diagnosed and Relapsed Multiple Myeloma

As with many illnesses that affect a small number
of people, patients with multiple myeloma and their
caregivers look to each other for information, empathy, and support. Learning about the experiences of others with the disease is often a great source
of support for patients who are diagnosed with the
same condition or cancer.
One way to help people with multiple myeloma
connect with each other is to participate in a support group, either through a patient organization or
through physicians’ offices or hospitals. Another way
is through mentor-matching programs, such as the
Leukemia & Lymphoma Society’s Patti Robinson
Kaufmann First Connection Program (www.lls.org/
support/peer-to-peer-support), and My Mentor
Connections, a mentoring initiative sponsored by
Takeda Oncology for patients and caregivers in the
United States (www.mymentorconnections.com or
844-482-6818).
Using these free programs, patients with multiple
myeloma can be connected with a patient or caregiver mentor. These mentors are people who are
living with multiple myeloma or caring for someone
with the disease and who have been trained to
support others. In general, mentors speak from personal experience about their journey. Some hospitals and universities with cancer centers may also
have support groups and programs that match
patients (and caregivers) with other patients (and
other caregivers) who have experience dealing
with similar situations.14 Patient advocates continue
to develop initiatives such as these mentorship programs, as well as other solutions, for patients with
multiple myeloma. Always be sure to get your medical advice from trained professionals. It is important
to discuss these topics with your healthcare team.

Newly Diagnosed Multiple Myeloma
Induction
Therapy
Stem-cell
transplantation

Maintenance

Consolidation

Maintenance

Relapsed Multiple Myeloma
Therapy for
relapsed
multiple
myeloma

KEY POINTS
•	
There are many treatment options for patients
with multiple myeloma. Patients typically receive
several “lines” of treatment in sequence throughout their journey with the disease.
•	Use of combinations of medications is common in
multiple myeloma. Studies have shown that use of
3 medications (triplet regimens) can be more effective than combinations of 2 medications (doublet regimens).16
•	Two treatment paths are important in multiple myeloma based on the patient’s ability to undergo
stem-cell transplantation. For some patients, induction therapy is followed by a stem-cell transplant,
which is then followed by consolidation and maintenance therapy. For other patients, induction
therapy is followed by continuous drug therapy.
•	For some patients with multiple myeloma, use of
maintenance therapy (medication given to maintain good results of previous treatment) offers improved outcomes, when available.
•	Clinical trials offer another option for patients with
multiple myeloma. Ask your doctor if clinical trials
are available and if you are able to participate.

TREATMENT CHOICES FOR A
COMPLEX CONDITION
Based on educational materials provided by the
National Comprehensive Cancer Network (NCCN),
a not-for-profit alliance of 27 leading cancer centers
in the United States, Figure 4 provides a simplified
overview of the treatment approaches that can be
considered for a patient with multiple myeloma at

8
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Table 2. Questions Patients with Multiple Myeloma May Consider Asking During Cancer Care Team
Discussions
Diagnosis and Care Team
•	What stage is it? What is my likely outcome (prognosis)?
•	What type of multiple myeloma do I have? Is my disease considered to be more aggressive?
•	Are my cancer care specialists experts in multiple myeloma?
•	How many patients with multiple myeloma do you treat?
•	Is any specialist missing from my cancer care team?
•	Can you recommend another hematologist/oncologist who specializes in multiple myeloma if I want to
seek a second opinion?
Treatment
•	Do I need treatment at this time?
•	What are my treatment options? What are the pros and cons of each?
•	Which treatments are best for me based on my goals and priorities?
•	Is a stem-cell transplant right for me?
•	How will this treatment affect my future treatment options?
•	When will I know if treatment is working for me?
•	How long should I expect to be on treatment?
•	What will happen after my first round of treatment is complete?
•	Are clinical trials appropriate for me?
•	What treatments are available and covered?
•	Does the manufacturer of my drug treatment offer patient support programs?
Managing Life While Receiving Treatment
•	What can I expect while undergoing treatment? How active or tired might I feel?
•	How will treatment affect my daily activities?
•	Should I ask for help from my family and friends? How can my support team prepare?
•	Will I need to schedule childcare while undergoing treatment?
•	Is fertility preservation right for me?
•	Will I be able to work? What should I tell my manager and others at my workplace?
•	How should I manage stress?
•	Are patient and caregiver organizations available?
•	Can you recommend psycho-oncology support services for me or my caregiver?
•	Should I exercise? Which exercise plan is best for me?
•	What are the best foods to eat? Are there any foods to avoid?
•	What other financial arrangements should I make?

the point of diagnosis and at relapse.15 Of note,
some treatment regimens contain 3 drugs (triplet
regimens), whereas others contain 2 drugs (doublet
regimens). Some drug treatments are used during
the induction phase of treatment, whereas other
drug treatments (and stem-cell transplant) are used
during the consolidation phase of therapy. (An indepth discussion of these terms is beyond the scope
of this article. However, free educational materials
provided by the NCCN offer patients and their caregivers a valuable overview of these topics and
many others.15)
For many patients with multiple myeloma and
their families and caregivers, the fact that there are
several treatments available to fight their disease is
a source of great hope. At the same time, the need

to learn about and choose from among so many
treatment options can result in confusion or anxiety.
It is important to note that the availability of treatment options varies from one country to the next,
depending on the country’s healthcare system. As
a result, some patients have limited treatment
choices, which can also be a source of anxiety.
Patients with multiple myeloma cannot be expected to understand which treatment options are best
for them, which sequence of available therapies is
optimal, or which treatments will ensure good quality
of life. Their cancer care team is responsible for sharing information about each relevant option, guiding
them through decisions, and advising them when
new decisions need to be considered. However, this
does not mean that patients should be passive.

9
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Table 3. Deciding What Is Best, Together
Asking the right questions can help patients and the cancer care team decide which option is best.
Some questions that patients with multiple myeloma may want to ask their cancer care team include:
•	How often will I need to have doctor’s visits? How often will I need bloodwork or bone marrow biopsies?
•	How will treatment affect my other health conditions?
•	How will treatment affect my lifestyle and daily activities?
•	Are the side effects temporary or will they remain after treatment?
•	Does this treatment pose any risks to my family and friends?
•	How could my general health affect the treatment of my cancer?
•	Which possible harms and side effects of each treatment are likely to affect me the most?
•	Do I have any health problems that would keep us from choosing a certain treatment option?
Here are some things that patients who have multiple myeloma may tell their cancer care team:
•	I want to get rid of the cancer as soon as possible. I can handle the short- or long-term side effects of
treatment.
•	I want to avoid the side effects of treatment as much as possible.
•	I do not want to change my everyday activities because of my treatment.
•	I want to be able to return to work and normal activities.
•	It is very important to me to avoid side effects that ...
•	I am uncomfortable with certain treatment options and would like to avoid them if I can.

Table 2 lists questions that patients with multiple myeloma may want to ask their cancer care team.17

SHARING IN DECISION-MAKING
Each patient living with multiple myeloma has
different goals they want to achieve. One individual
may want or need to continue working every day,
whereas another may wish to retire or quit working
to spend time with family or travel. A patient’s goals
may also change over time. No matter what patients’ personal goals are, they and their caregivers
need to talk about them with the healthcare team
and revisit these goals throughout their journey.
The Roundtable participants believe that, even
though most patients who are newly diagnosed are
not experts in multiple myeloma, their opinions matter and should guide treatment choices when more
than one option is available. What is the best treatment approach for an individual patient with multiple myeloma? Who decides what “best” really
means? What role can the patient play?
The term “shared decision-making” really means
mutual information-sharing. The multiple myeloma
care team should help patients understand the decisions they are facing, and patients should be able
to help providers understand their needs, values,
and preferences about these decisions.18 Ideally,
patients with multiple myeloma and their doctors
and nurses then come to an agreement about the

10

“CAREGIVERS NEED CARE
—Yelak Biru
AS WELL.”
KEY POINTS
•	Although doctors are experts in multiple myeloma, patients are experts when it comes to their
needs and desires. The patient’s needs, values,
and preferences matter; his or her voice must be
a part of the conversation, if they choose to be
involved.
•	Patients and their caregivers should do their best
to make sure that their cancer care team offers
treatments that reflect the patient’s values and
preferences.

treatment plan.18 Although taking a more active
role may seem scary to some patients, resources
are available to help, including lists of questions to
consider (Table 3).19

CARING FOR THE CAREGIVER
Patients with multiple myeloma find it helpful or
necessary to have support from a caregiver. Caregiver
support may range from driving the patient to and
from doctor visits or making meals, to becoming a

patient perspectives
Table 4. Different Ways to Help a Cancer Caregiver
Emotional support
•	Spend time with the patient to allow the caregiver some free time
•	Talk with a caregiver about his or her feelings and fears
Chores and activities
•	Shop for groceries, medications, etc.
•	Prepare meals
•	Help with yard work, dishes, laundry, and other household chores
•	Help with transportation, including driving or organizing rides
•	Exercise with the caregiver and/or patient; take a short walk
Communications
•	Keep other family and friends updated (respecting the patient’s privacy, of course)
•	Help the caregiver do research about treatment options and what to expect
•	Help the caregiver prepare a list of questions for the healthcare team
Personal finances
•	Help sort and pay bills
•	Research prescription assistance and other financial aid programs

KEY POINTS
•	Many local and national resources are focused
on providing help to people with cancer and their
caregivers. In addition to friends and local community services (eg, churches, food banks, transportation, home care providers), there are many
national organizations that can help.
•	Cancer caregivers need and should receive help
throughout their journey with their loved one.
Asking for help and accepting help when it is offered is not a sign of weakness or failure.
•	Self-care is not selfish; caregivers who take care of
themselves are better caregivers.
•	Although people who care about the patient and
the caregiver want to help, they may not always
know what to say or do. Caregivers may need to
tell them what specific types of help are needed.
•	It is helpful to distribute requests among caregivers, delegating different tasks to different friends
and family members.

partner in the process of researching and understanding disease information, talking through hopes
and fears, and making treatment decisions.20
Because caregiving can be stressful, it is critical for
caregivers to take time for themselves and care for
their own needs, especially if they have health problems of their own. Caregivers who skip their own doctors’ visits, eat and sleep poorly, stop exercising, and

cannot find time to relax and recharge find it hard to
remain strong and optimistic for their loved one.21
It is well-documented that the physical and emotional stress associated with caring for a loved one
with cancer can be a lot to handle.20 For almost all
caregivers, this role is new and different. The dynamics of the relationship between the caregiver and
the patient with multiple myeloma may change. It is
very normal for caregivers of people with cancer
to feel confused, sad, tired, anxious, guilty, angry,
lonely, and stressed.20,21
The Caregiver Action Network offers 10 useful tips
for caregivers22:
1. Seek support from other caregivers. You are not
alone!
2. Take care of your own health to be strong enough
to take care of your loved one.
3. Accept offers of help. Suggest specific things
people can do for you.
4. Learn how to talk effectively with doctors.
5. Caregiving is hard work. Take breaks!
6. Watch for signs of depression and get professional
help if you need it.
7. Be open to new technologies to help you care for
your loved one.
8. Update and organize medical information.
9. Get legal documents in order.
10. Give yourself credit for doing the best you can.
This is a tough job!
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patient perspectives
Table 5. Examples of Global Networks of Patients
with Multiple Myeloma

KEY POINTS
•	Data collected in clinical trials and data collected in real-world settings are different. It is impor
tant for patients and their caregivers to participate in all types of research.
•	Participating in clinical trials is not the only way
that people with multiple myeloma can advance
scientific understanding and the development of
new treatments. By volunteering their time and
insights in a survey or observational study, patients
can feel satisfied and proud that they have
helped others with the condition.

•	Association Française des Malades du Myélome
Multiple (AF3M)
www.af3m.org
•	Myeloma Australia
https://myeloma.org.au/
•	International Myeloma Foundation
www.myeloma.org; includes a map with
a support group finder based on location
www.myeloma.org.br/ - Myeloma Latin America
•	Korea Blood Cancer Association
www.mds-alliance.org/mds-member/koreablood-cancer-association/

BUILDING A GLOBAL MULTIPLE
MYELOMA COMMUNITY

•	Mijelom Croatia
www.mijelom.hr
•	Myeloma Canada
www.myeloma.ca

For patients with multiple myeloma around the
globe, it is rewarding and valuable to belong to a
community of people who can share experiences,
ideas, and insights. Knowing that social media
channels and other websites can offer valuable
opportunities for interaction and support, multiple
myeloma advocates have created specific resources for patients in many languages. Table 5
provides examples of national and regional websites that patients and their caregivers can use to
find information about multiple myeloma and connect with others.

•	The Myeloma Crowd (division of the CrowdCare
Foundation)
www.myelomacrowd.org
•	Myeloma Euronet Romania
www.myeloma.ro
•Myeloma Patients Europe
www.mpeurope.org
•	Myeloma UK
www.myeloma.org.uk
•	Myelom-Gruppe Rhein-Main/LHRM
www.myelom.net; provides basic information
in 13 languages

Clinical Trials and Patient Registries

•	Myelom Deutschland e.V.
www.myelom-deutschland.de
•	Polskie Stowarzyszenie Pomocy Chorym
na Szpiczaka
www.szpiczak@org.pl

Table 4 provides some strategies for helping cancer caregivers.20 There are also numerous organizations that can provide support to caregivers, including CancerCare (www.cancercare.org), the Family
Caregiver Alliance (www.caregiver.org), and Care
giver Action Network/Help for Cancer Caregivers
(www.caregiveraction.org; www.helpforcancer
caregivers.org). Myeloma UK (https://www.myeloma.
org.uk/help-and-support/support-for-carers/) also
has information on its website designed specifically
for caregivers.
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Participating in research efforts is another way for
patients with multiple myeloma worldwide to learn
about each other and to advance scientific understanding. Most people know that clinical trials of
medications and other interventions for patients
with multiple myeloma are available, and that clinical trials are very important. In contrast, many people are not aware of observational studies, which
include patient surveys and registry studies, or the
important ways in which these research efforts can
enhance clinical trial data.
Clinical trials do not always reflect the way care is
provided to people who live with multiple myeloma
and are treated outside a clinical trial setting. Clinical
trials provide a narrow perspective, typically comparing one treatment with another during a specific
treatment phase, and do not provide better under-

patient perspectives
standing of long-term outcomes. In addition, as the
patient advocates in the Roundtable noted, not all
patients with multiple myeloma have access to clinical trials.
For patients who do not wish to participate in
clinical trials, or who do not have access to them,
registries (or observational studies) and patient surveys provide a great opportunity to give back and
learn about the experiences of others living with
multiple myeloma. Patients with multiple myeloma
who participate in registries share their experiences
regarding all different types of treatment, which
helps multiple myeloma doctors better understand
real-world experiences and outcomes, as well as
patients’ concerns and preferences.
Observational studies, such as INSIGHT-MM,10
which is sponsored by Takeda, provide important
insights into treatment patterns, patient preferences, and long-term outcomes. Other studies may be
funded by patient organizations, government agencies, or your individual cancer center.
To learn more about how to find and participate
in registries, patients with multiple myeloma can ask
their physicians or explore programs offered by patient organizations. ◆
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 In Memoriam: Aldo Del Col 
Aldo Del Col, Co-founder of Myeloma Canada, was committed to ensuring that patients with
multiple myeloma understood their condition and had access to the medicines they needed. His direct impact
on the quality of life of people living with multiple myeloma outshines his recent passing and will continue to encourage
others with myeloma to advocate for each other. We are grateful to Aldo for his contributions to this article,
and know that his passion for helping others will continue to touch all who read it.
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