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Abstract: A diagnosis of myelodysplastic syndrome (MDS) is typically unexpected and can be difficult for patients to grasp. Not only
is MDS a complicated disease to understand, which can contribute to stress and anxiety, but it also has an uncertain prognosis, which
can be emotionally paralyzing. Not surprisingly, emotional distress and the symptom burden of MDS, including extreme fatigue due to
cytopenias, negatively impact a patient’s quality of life (QOL). Studies have shown that patient-centered care—including greater
physician understanding of the disease burden their patients experience, discussing and establishing agreed-on treatment goals, and
including patients in the decision-making process about their care—may help improve patient QOL. To better understand patient and
caregiver experiences with MDS and how the disease impacts QOL, a small survey was conducted of patients with MDS or leukemia
and their caregivers on an online health network. Among the 30 respondents who completed the survey, four had MDS and one was a
caregiver for a patient with MDS. Here we focus on the five MDS respondents and contextualize the findings with personal
experiences from a patient and physician perspective. The patient perspective was provided by John Soper, PhD, DABCC, who
was diagnosed with MDS in 2019. Dr Soper is a retired board-certified clinical chemist and a member of the MDS Foundation. The
physician perspective was provided by Dr Ruben Mesa, Executive Director of the Mays Cancer Center at UT Health San Antonio MD
Anderson. The survey responses and the accompanying patient and physician perspectives highlight the importance of open
communication between patients and their healthcare provider to better serve those with MDS and improve their QOL.
Keywords: quality of life, survey, online health network, personal experiences

Background
Patients with myelodysplastic syndrome (MDS) have a substantially reduced quality of life (QOL) because of emotional
distress and symptom burden.1,2 After diagnosis, the disease typically becomes a dominating factor in patients’ lives,
impacting nearly every facet.3 The symptoms associated with cytopenias are often debilitating, and day-to-day living is
upended by the hassle of medical care.

In the United States, healthcare providers and patients agree that compassionate, patient-centered care is important,
but poor communication remains prevalent.4,5 Perception of symptom burden, QOL, and disease characteristics between
patients with MDS and their physicians is often discordant, which may result in poor patient satisfaction, erode patient
trust, compromise treatment decision-making, and negatively impact patient outcomes.6,7 For instance, while assessment
of QOL is associated with improved survival in patients with cancer, many oncologists do not administer QOL
assessments or discuss QOL with their patients.8,9 Patient-centered communication may help resolve the discordance
in physician vs patient understanding of MDS disease and the treatment journey,10 underscoring the need for greater
physician insight into the patient experience.

In recognition of the need to increase physician insight into a patient’s treatment and disease journey, a survey was
conducted of patients with MDS or leukemia and their caregivers on an online health network comprising more than 2
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million members and 250 online support communities. The purpose of the survey was to better understand patient and
caregiver experiences in relation to the patient’s disease and treatment, and the impact these facets have on the patient’s
QOL. Among the 30 qualified respondents who completed the survey, four had MDS and one was a caregiver for a
patient with MDS.

Here, we discuss the results of this survey, focusing on the five MDS respondents. The findings are contextualized
with personal experiences from both a patient and physician perspective to better elucidate the importance of more open
healthcare provider and patient dialogues throughout the MDS disease and treatment journey. The patient perspective is
provided by John Soper, PhD, DABCC, who was diagnosed with MDS in 2019. Dr Soper is a retired board-certified
clinical chemist and a member of the MDS Foundation. The physician perspective is provided by Dr Ruben Mesa,
Executive Director of the Mays Cancer Center at UT Health San Antonio MD Anderson. Dr Mesa has more than 20
years of experience in clinical research of myeloproliferative neoplasms and MDS, with leadership in more than 100
clinical trials for these disorders.

Diagnosis
MDS is not an easy or straightforward diagnosis due to the pathologic and clinical heterogeneity of the disease.11,12 It can
also be difficult to distinguish from other cytopenias, including iron-deficiency anemia.12 Patients with suspected MDS
will undergo a number of tests including complete blood counts, marrow morphology, cytogenetics, and evaluation for
other causes of cytopenia.12 Thus, a confirmative diagnosis of MDS can take weeks to months, which can cause distress
and uncertainty for many patients.

A diagnosis of MDS is often an emotionally devastating experience for patients, frequently leading to depression and
anxiety.3 In the survey, two of five respondents were unaware or unsure of the specific type of MDS they or their loved
one was diagnosed with; this may be reflective of gaps in patient-centered communication. Distress in MDS is associated
with patient health literacy and physician communication more so than MDS disease characteristics, underscoring the
need to improve patient-centered communication.13 The importance of mental health distress screening in the oncology
setting has been well established,14 but assessment and management of mental health in patients with cancer remain
suboptimal.15

Patient Perspective on Diagnosis: Dr Soper
My journey with MDS began following a quintuple cardiac bypass 5 years ago. As part of the course of care, my
cardiologist discovered that I had macrocytic anemia. After an oncologist evaluated me, I was monitored for 3 years until
I was definitively diagnosed, but I had known for some time that I likely had MDS. For many other patients, however, the
diagnosis comes out of the blue. My oncologist was proactive regarding mental health and ensured that I would receive
treatment for depression when needed. I was not crippled with depression and anxiety per se, but it is a fact that this
disease is mentally distressing to patients, and I am thankful that my oncologist had this awareness regarding mental
health. In speaking with other patients with MDS, I have found that mental health issues are unfortunately not openly
discussed.

Sharing my journey with other patients and learning about their experiences has been a critical part of the process for
me. This is not something that any of my doctors suggested, but it has come about organically throughout the course of
my disease. As a retired clinical chemist, I have always looked at this disease through the lens of a scientist. I have been
proactive about following my own clinical laboratory data trends and learning more about the disease, but I know that it
is common to be terrified by the information and to prefer to not know. Moreover, many other patients do not have the
background in science that I do, so even those who want to know more can often struggle. This, to me, underscores the
importance of having excellent physician–patient communication.

Physician Perspective on Diagnosis: Dr Mesa
At diagnosis, most patients have never even heard of MDS, and this lack of familiarity contributes to anxiety, distress,
and difficulty in understanding the disease. Because diagnosis is often delayed, patients most likely have already suffered
from longstanding cytopenias with symptoms such as fatigue, shortness of breath, infections, and bleeding. Immediately
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the patient’s life is changed: the inconveniences of physician visits, the symptoms of cytopenias, the toxicities of
treatments, and the worry of the unknown become constant realities. For the entirety of the disease journey, physi-
cian–patient communication can help the patient better understand what is happening and feel more in control. Likewise,
physicians who become more in tune with their patient’s experience can better respond to evolving needs.

Treatment Decisions
Patient-centered communication can empower patients to better understand their disease and take a greater role in their
relationship with their oncologist.16 Despite the value to patients, direct conversations about treatment goals often occur
late in the treatment journey; a recent study found that, among patients with terminal cancer who discussed treatment
goals with their healthcare providers, discussions began on average 1 month prior to the patient’s death and occurred
primarily in acute care settings.17 Less than 20% of healthcare practitioners agreed with patients regarding the most
important goals of treatment.18 For patients, the most important goal was “slow/delay progress of conditions” whereas for
healthcare providers, “symptom improvement” and “prevention of vascular/thrombotic events” were regarded as the
primary goals. Proactively ascertaining patient treatment preferences assists with treatment adherence and decision-
making.6

The survey results showed that the respondents’ conception of MDS differed, suggesting disparities in physician
communication about the disease. Two respondents did not describe their disease as a cancer or malignancy. One
respondent believed that MDS is “more aggressive than leukemia” and that outcomes in patients with MDS are “less
positive” than those with leukemia. This lack of understanding about their disease may impede a patient’s ability to
participate in the treatment decision-making process. Notably, all respondents indicated that they wanted to be involved
in treatment selection and reported that they had asked their providers to explain all treatment options before initiating a
therapy. Respondents all sought information regarding MDS from sources such as medical research organizations, online
search engines, peer-reviewed journals, patient organizations, and disease specialists. Two respondents stated that they
were “always looking for information,” which may indicate they are not getting the information they desire or need from
their physicians. Three of the respondents reported that information was difficult to understand. Respondents also wanted
to see more patient-reported information.

Patient Perspective on Treatment Decisions: Dr Soper
Communication with my physicians has been a key part of my treatment journey. Early on, I discussed treatment goals,
and when beginning new therapies, important factors like insurance coverage were considered. I was also enrolled in a
clinical trial and established regular communication with the lead investigator. Overall, my healthcare providers are
responsive to me and take my treatment suggestions seriously. This is profoundly important to me and leads to
consensus-based treatment decisions that all of us are comfortable with.

Physician Perspective on Treatment Decisions: Dr Mesa
A key unmet need in communication is that many patients do not accurately understand what MDS is. It is a challenging
disease to understand for someone without advanced health literacy; accurate discussions around diagnosis, prognosis,
treatment planning, and goals are all critical. It is important for physicians to carefully consider how to frame the disease
in the patient’s mind as well as what successful treatment looks like, and we must forge a shared understanding of all
aspects of the treatment journey. Patients are often fundamentally misaligned regarding the nature of their treatments, and
may believe that erythropoietin, for example, is curative.

Treatment Journey and Challenges
With the profound clinical heterogeneity of MDS,19 the treatment journey of patients with MDS is not a straightforward
path; symptom burden, changing treatments, enrollment in clinical trials, and other factors can change the patient’s
course. Conversations with patients about fatigue, social functioning, and other challenges they encounter should be
continual throughout the treatment journey to help physicians better understand the implications treatment decisions may
have on a patient’s life.20
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Four of five survey respondents cited fatigue as the most challenging symptom to deal with; other reported symptoms
included bruising, bleeding, anemia, nausea, changes in senses, rashes, diarrhea, mouth ulcers, and infections. Three
respondents reported visiting infusion centers to receive their treatment multiple times per month; based on individual
circumstances, this may represent a disruption to a patient’s routine or be challenging to manage. For instance, patients
without reliable transportation may find it difficult to attend their appointments. Additionally, three respondents noted
that they had less time and attention to give to family and friends due to their treatments.

Patient Perspective on Treatment Journey and Challenges: Dr Soper
Having to go to a hospital and receive treatments regularly is something that, since my diagnosis, much of my life has
centered around, and this in and of itself is difficult to deal with. The single biggest challenge of my treatment journey,
however, has been fatigue. I am always tired and in a constant mental fog. Going to the hospital and receiving my
treatment takes up half a day, and after I finish, I am exhausted. At some point, I became transfusion dependent. Initially,
transfusions improved my fatigue, but because getting the transfusion now requires an entire day, the process leaves me
drained.

Physician Perspective on Treatment Journey and Challenges: Dr Mesa
Red blood cell transfusions have an enormous impact on the patient, but key details, like the duration of transfusions and
how they will affect the patient, are often missing from clinical conversations. First of all, patients are confronted with
adverse effects of transfusion, such as fatigue, dizziness, and pain. As Dr Soper has mentioned, there’s also an enormous
hassle with transfusion—it tethers the patient to the medical center and makes it hard to plan trips or manage other
aspects of life. Patients who are dependent on transfusions are kept at the minimum hemoglobin level to minimize
transfusion toxicities, but the trade-off is that they spend most of their time with suboptimal hemoglobin.

Symptom Burden, Disease Progression, and Other Treatment Setbacks:
“The Drugs Work Until They Don’t”
Disease progression and treatment failure are often emotionally devastating to patients with cancer.21,22 In MDS,
treatment setbacks may occur due to evolving symptom burden, adverse effects of treatments, and feasibility or
availability of treatments.

Three of five respondents reported that their disease has had an effect on their employment, including having to cut
back on hours from work, having to decline work opportunities, being passed over for career advancement, and forced
retirement. Fatigue, nausea, and vomiting were noted as the most difficult treatment adverse effects to manage. The
caregiver respondent reported that their patient’s challenges with pneumonia during treatment represented the scariest
moments of the disease journey.

Patient Perspective on Disease Progression and Other Treatment Setbacks: Dr. Soper
I do not know how much time I have left. Two years? Five? The uncertainty of this disease is frustrating, but there’s
nothing anyone can do about that, no matter how closely my blasts are monitored. As one of my friends with MDS put it,
“the drugs work until they don’t”—and one day my treatment will stop working, too. But it’s important to not let the
specter of the unknown control my life, so I will rejoice in each new day I have.

Physician Perspective on Disease Progression and Other Treatment Setbacks: Dr Mesa
Oftentimes there’s not a shared understanding between the patient and the care team as to what “progression” means. Is it
increased blasts? Continued need for transfusions? Hospitalization? The endgame with many therapies is not well
discussed with patients, which is compounded by the fact that many physicians do not believe they have good backup
options. The consequence of this is, with patients not having a clear idea of what to expect, end-of-life care planning
becomes more difficult. Overall, physicians need to address gaps in communication regarding progression, prognosis,
and limitations of care.
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Clinical Trials
Clinical trial enrollment is a current standard of care for the treatment of patients with MDS.12 Numerous opportunities
exist in the clinical trial setting to improve patient-centered communication. Physicians should advocate for clinical trial
participation, as it is a standard of care, but beyond that, they should be ready to discuss the details of clinical trial
involvement with their patients. This conversation can include factors such as what to expect, the impact on current care
regimens, what the treatments are, the trial design, reasonable expectations for outcomes, how the trial will contribute to
the development of MDS treatments, and what to expect afterward (follow-up, further trials, etc).

Furthermore, investigating physicians should strive for patient-enhanced communication with their study participants,
as they would in the nontrial clinical setting. Clinical trials should more cohesively capture QOL endpoints, which will
further enhance physician insight into the patient experience. While some oncology trials do assess QOL, these
assessments are often made only during the intervention phases; less than 4% investigate QOL until patient death, and
those that do demonstrate worse QOL outcomes for intervention arms vs control arms.23 Extended assessment provides
crucial insight into the evolving nature of the disease and longer-term effects of treatment.

Patient Perspective on Clinical Trials: Dr Soper
I am extremely fortunate that my physicians facilitated my enrollment in a clinical trial. Without being in a clinical trial, I
would not have access to the drugs I am now receiving. I do not know what I’d be doing without a clinical trial. I do
know that it has enhanced my care greatly and that I am proud to contribute to the research that will improve the
treatment landscape and hopefully lead to curative options. I am being managed by one of the world’s best groups for
MDS. However, living far from the clinical trial site is challenging. I know patients who have sold their homes and
moved to be closer to their clinical trial location, which is yet another point showing how every aspect of this disease
monopolizes a patient’s life. I also know other patients who never had the opportunity to enroll in clinical trials due to
their location, or because their physicians never broached the topic. Reflecting on the superb care I have received due to
being in a clinical trial, I think every patient with MDS should have the same opportunity to enroll.

Physician Perspective on Clinical Trials: Dr Mesa
Without a broadly applicable therapy that has curative potential or significantly impacts the disease course, clinical trials
will remain essential for MDS. Trials for previously untreated patients should be structured so that the intervention is as
least as effective as the standard of care. Additionally, more clinical trials are needed that allow patients for whom the
standard of care has failed. As Dr Soper stated, however, clinical trials can be burdensome to patients if they are not near
a trial site; I am hopeful that lessons we have learned from adapting to the COVID-19 pandemic may help proliferate
clinical trials and ease patient burden. For instance, we can use telemedicine to potentially accrue and monitor patients
remotely. Making the clinical trial process smooth for patients is important because they may participate for a long time.

Conclusion
At every step of the MDS disease journey, physicians have an opportunity to ease anxiety and distress for their patients
(Figure 1). Starting with the diagnosis, it is important that patients receive clear and understandable information about
their disease, including prognosis and current limitations of care. Patients who have a good understanding of their disease
will be better equipped to participate in treatment decisions, which can be empowering for them and may offer some
feeling of control over a disease that is not curable. Physicians should seek opportunities and encourage their patients to
participate in clinical trials, which can ease the financial burden of treatment for some and provide the best available
options for care. Greater physician insight into the experiences of patients with MDS is a current unmet need in the
management of the disease. It is important for physicians to listen to individual experiences and the challenges their
patients are facing during the course of the disease, and to have regular communication about their mental health, QOL,
symptoms, challenges of treatment, and expectations as the disease changes over time. Patient–physician communication
impacts every aspect of the disease and improving this dynamic will ultimately enhance patient outcomes.
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COVID-19, coronavirus disease 2019; MDS, myelodysplastic syndrome; QOL, quality of life.
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