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Syndromes on Quality of Life: Lessons
Learned from 70 Voices
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M yelodysplastic syndromes (MDS) are a
heterogeneous group of clonal stem cell
disorders resulting in chronic cytopenias.

The impact of MDS on an individual’s quality of
life (QOL) is not well understood. Historically,
QOL was often conceptualized in a rather lim-
ited scope in this patient population as extent of
anemia or infection, rates of disease evolution to
acute myeloid leukemia, and overall survival.1

QOL is actually a highly complex concept,
one that is largely culturally based yet still highly
individualized and dynamic. Health-related QOL
(HRQOL) is an important component of one’s
total QOL and is defined as “the value assigned
to duration of life as modified by impairments,
functional states, perceptions, and social oppor-
tunities, and as influenced by disease, injury,
treatment, or policy.”2 Several domains exist
within the HRQOL construct: physical, func-
tional, social, emotional, and spiritual well-be-
ing.3–7 QOL can be significantly altered, partic-
ularly as one’s health and life are impacted
(either positively or negatively) by illness and/or
treatment.

The majority of QOL studies in MDS patients
are secondary objectives in clinical trials evalu-
ating the efficacy of growth factors.8–13 Data sug-
gest that those patients who demonstrate a re-
sponse to treatment show an improvement in
QOL. More recent studies demonstrate an im-
provement in QOL in patients treated with de-
citabine compared to those treated with growth
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actor, transfusion, and antimicrobial support
lone.14,15 Similar findings were noted in a study
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unction.16 However, findings from these studies
ere limited by short length of follow-up,8,11

igh attrition rates,10,13–16 or lack of QOL assess-
ent at the time of complication or withdrawal

rom the study.15,16 Thus, the potential negative
mpact of MDS treatment on QOL is not well
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Quality of Life in MDS
Less is known about how MDS itself impacts an individual’s
QOL. MDS patients demonstrated lower median QOL scores
when compared to those from a representative sample of Amer-
icans17 or to a sample of the Dutch18 and Scandinavian12 pop-
ulations matched for age and gender. Fatigue is a significant
problem in the MDS patient population17–21 and is not consis-
tently well correlated with hemoglobin levels.17 One report of
MDS patient educational forums suggests that the illness as well
as treatment do indeed impact a person’s QOL.22

Data obtained from these studies suggest that MDS may have
a negative impact on an individuals’ QOL, and successful treat-
ment of the disease may afford an improvement in QOL. Yet,
these data do not provide a detailed depiction of the specific
QOL issues that confront individuals living with this illness.
Qualitative research provides the opportunity for such
description.23

The purpose of this study was to explore how MDS impacts
the QOL of those living with the disease. Five focus groups
convened throughout the United States over a 5-month pe-
riod. With one exception, all focus groups were held at sites
away from a health-care institution.

METHODS

Sample

Patients were recruited from a posting on the International

Table 1

Demographic Characteristics of the Focus Group
Sample (n � 70)

MEAN SD

Age (in years) 69 9

Education (in years) 14.6 3.3

Median Range

Time since MDS diagnosed (months) 26.5 3-276

%

Gender

Female 49

Male 51

Marital status

Married 65.7

Widowed/divorced 28.6

Other 5.7

Living Alone 26

Employment

Retired 64

Work full time 14

n %

Site of focus group

Chicago, IL 16 22.9

New York, NY 11 15.7

Palo Alto, CA 18 25.7

Scottsdale, AZ 14 20.0

Tampa, FL 11 15.7
MDS Foundation Web site. Seventy patients participated in h
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he focus groups; all signed institutional review board (IRB)–
pproved consent forms. Family members often attended as
ell; however, as IRB approval was not obtained for family
articipants, their comments were excluded from the analysis.
he sample was evenly distributed by gender; most were
aucasian. Patients ranged in age from 35 to 83 years and
ere well educated (see Table 1).

The majority of patients were able to identify their specific
DS subtype (French–American–British [FAB] classifica-

ion). MDS was not an isolated health problem; over two-
hirds of the participants reported at least 1 additional con-
urrent health problem. Almost 16% reported having had a
rior cancer diagnosis, suggesting that some of the patients
ay have had MDS resulting from prior chemotherapy (see
able 2).

With one exception, participating patients were not new
o having MDS (range 3–276 months since diagnosis). Over
alf of the patients had received transfusion support, primarily
acked red cells. Almost 75% had received growth factors,
rimarily some form of erythropoietin; 1 out of 3 of patients

able 2

isease, Treatment, and Concurrent Illness
emographicsa

MDS subtype

RA 27%

RARS 27%

RAEB 16%

5q- 4%

Other 3%

Unknown 23%

Concurrent health problems 68.6% (63/70 responses)

Coronary artery disease 21.4%

Muscular–skeletal disorder (excluding
arthritis)

21.4%

Cancer 15.7%

Arthritis 14.3%

Endocrine disorder (excluding diabetes) 10.0%

Vascular disease 8.6%

Diabetes 7.1%

Ear–nose–throat disorders 7.1%

MDS therapy

Growth factors 69%

Transfusion 61%

Antibiotics 57%

Azacitidine 19%

Thalidomide 16%

Lenolidomide 7%

Iron chelation 14%

All other 23%

A, refractory anemia; RARS, refractory anemia with ringed sideroblasts; RAEB, refractory

nemia with excess blasts.

The specific MDS subtype, concurrent health problems, and therapy were identified by the

participants, not by medical record review.
ad received granulocyte colony-stimulating factor (G-CSF).
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Azacitidine was the most common other type of MDS treat-
ment used by these patients. Despite the fact that many
patients had participated in clinical trials, other therapy was
infrequently used.

Many of those attending the focus groups volunteered that
this was the first time they had met someone else with MDS
face to face. Many also admitted that they came to the focus
group with trepidation, apprehensive of what they might
encounter as they met others with the same illness. In con-
trast, one of the focus groups included several members of a
patient-led MDS support group.

Procedure

The focus groups invited an open-ended discussion of how
MDS impacts QOL based on Ferrell’s work exploring the
impact of cancer on QOL.5 Each of the focus groups was led
by a hematology clinical nurse specialist, with expertise in the
care of the MDS patient population and interest in QOL
issues. Given the exploratory nature of the study design, the
discussions proceeded in different directions; but core ques-
tions were asked at each session. Participation was encouraged
but not forced, and 89% of patients actively participated in
the discussions. Sessions were audiotaped, professionally tran-
scribed, and aided by N5™ qualitative software (QSR Inter-
national, Cambridge, MA), coded using content analysis
methods.24 Using the QOL conceptual frameworks by Ferrell5

and Cella et al,4 the coding was then categorized using the
domains of physical, functional, emotional, social, and spiri-
tual well-being to gain better insight into how MDS impacted
each of these QOL domains. The analysis was independently
repeated, results were compared for consistency, and discrep-
ancies were resolved. Table 3 details the most commonly
described themes within each of the QOL domains.

RESULTS

Physical Well-Being

Despite its emphasis from the medical community, many
focus group participants felt MDS had little impact on their
physical well-being. For some, the symptoms of severe anemia
led to a diagnosis of MDS, such as difficulty climbing stairs
and dyspnea on exertion. Yet, for many, symptoms were
initially either vague or nonexistent. Side effects of treatment
often caused a poorer QOL and included pain (often associ-
ated with injections, including G-CSF), nausea, fatigue, fe-
vers, malaise, and asthenia. One patient described his expe-
rience with treatment: “By day 2 or 3, I was almost bedridden
in terms of the pain and the swelling that came with
[treatment].”

MDS adversely affected a person’s physical well-being by
circumventing appropriate treatment for other health condi-
tions (eg, hip replacement, cataract removal, and even dental
extraction). The consequences of such circumvention poten-
tially encompassed all QOL domains, based on the actual
condition and treatment needed (but unattainable due to

MDS). p

VOLUME 10, NUMBER 1 � JANUARY/FEBRUARY 2012 w
ocial Well-Being

MDS had a negative impact on an individual’s social
ell-being. Patients in these focus groups did not describe the
ositive benefit of social support beyond that of their spouse
nd/or adult children. Friends and acquaintances were often
escribed as more burdensome than supportive, largely stem-
ing from a lack of understanding and interest in the MDS

isease process. Ambiguity in one’s social roles subsequently
esulted and, for many patients, merely because the patient
id not appear seriously ill. One patient advised, “Don’t tell
eople what you’ve got because they don’t know what you’re
alking about. All it’s going to do is cause you more aggrava-
ion than it’s worth.”

Lack of understanding made it difficult for patients to
xpress their feelings and concerns regarding their illness with
thers. While some family members provided extensive social
nd emotional support, this was not the case for all. Some
atients described feeling more isolated due to the inability to
onfide in their spouse.

As would be expected, fatigue interfered with patients’
bility to function socially. But other sequelae from MDS also
nterfered. Thrombocytopenia limited some patients from

able 3

ommon Themes from Focus Group Discussions
Physical well-being

Symptoms related to anemia 24%

Symptoms related to treatment 21%

Functional well-being

Decreased ability to function 37%

Fatigue 39%

Work associated with administering therapy 24%

Work associated with interpreting and managing
symptoms, side effects, and complications

29%

Work associated with office visits 32%

Social well-being

Activity restrictions 16%

Time associated with office visits 32%

Relinquishing roles 13%

Planning for future 18%

Emotional well-being

Shock at diagnosis 10%

Anger and frustration 16%

Depression 25%

Anxiety and fear 29%

Uncertainty 42%

Spiritual well-being

Renewed appreciation for life 8%

Renewed appreciation for relationships 10%

Enhanced faith and beliefs 13%

hemes most commonly discussed by participants and the frequency of their occurrence.

ote that each participant could describe more than one theme within each domain.

everal participants referred to the theme more than once during the group discussion. See

ext for exemplars of each theme.
hysical and recreational activity; neutropenia prevented

ww.SupportiveOncology.net 39
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Quality of Life in MDS
many patients from air travel—either for long-planned vaca-
tions or simply to visit grandchildren.

Functional Well-Being

The impact of MDS on functional well-being varied widely
in this sample. For many, it had little negative impact, yet for
others the impact was significant and severe. One patient
described MDS as “a deterioration of what you were able to do
before.” Fatigue was often a significant cause of functional
decline. As one patient described, “you start realizing how
much energy means to everything . . . as you lose energy, you
lose everything else with it.” Fatigue also impaired patients’
motivation to be engaged with living their lives, as described
by one participant: “I don’t have any severe symptoms except
that I’m not really living my life . . . every day [I’m] finding
excuses not to do things.”

Living with MDS caused a significant decline in one’s
ability to maintain preexisting roles within family and work,
often with far-reaching impact. One participant was con-
cerned about the economic consequences of her inability to
physically care for her grandchildren. Family members were
now forced to take on additional roles and functions previ-
ously held by the patient, such as household chores, respon-
sibility for family finances, and working outside the home.
They also acquired new roles and functions related to man-
aging the patient’s illness and treatment—often without as-
sistance from the health-care system. This role shift often
caused significant stress on relationships, particularly if the
patient was younger. One patient, only 53, reported he could
only perform 1–2 hours of physical work/day around the home
and described the frustration felt by his wife: “Oh—, I’m
working all day and all week and you don’t get anything done
around the house.”

Many patients described another new role for them, that of
patient advocate. For some, it was a conscious decision to
become fully engaged in their health care; for others, it
evolved from frustration with their physician’s apparent dis-
interest or inability to competently care for them. Some
patients experienced a decline in their determination to ad-
vocate for themselves, as reflected in one person’s assessment
that “MDS weakens your ability to stand up and respond.”
Many patients actively investigated new treatment options,
while others actively sought new physicians who were more
familiar with the disease process. The amount of time and
energy required to perform these functions was extensive.
One patient reported that he quit working, simply because he
was spending so much time seeking information and treat-
ment options.

Patients found themselves responsible for educating them-
selves—and health professionals—about MDS and were frus-
trated with this added responsibility. “Most doctors don’t
know what you’re talking about . . . . You have to educate
your [other] physicians, your dentist, and it’s a problem.”

Even those who were not as active in seeking out treat-

ment options were expending considerable work at monitor- a
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ng their disease, evaluating symptoms and treatment side
ffects.

One patient described the difficulty as “you don’t know
hether it’s the disease causing something or the medication
ausing something, or if it’s something else.” In the setting of
ragmented, specialty care, patients were forced to make a
udgment about the source of their symptom or problem, so
hat the “correct” specialist would be notified. For example, if
patient developed shortness of breath, he or she needed to

iscern the etiology as being worsening anemia (and contact-
ng the hematologist) versus being worsening congestive fail-
re (and contacting the cardiologist).

motional Well-Being

Patients’ emotional well-being was adversely impacted by
DS. The diagnosis of a chronic, yet poorly understood

isease generated significant anxiety for many. The uncertain
ature of the illness trajectory, difficulty interpreting symp-
oms within the context of other comorbid conditions, and
he perception of indifference or ineptitude from health-care
roviders all caused anxiety. “What’s my hemoglobin? What
re my blasts? It takes a big toll on the emotions.” This
nxiety was manifested in a variety of ways, including sleep
isturbances, difficulty concentrating, and fear.

“Fighting the system” was a significant source of anxiety,
rustration, and depression. For many patients, the “system
ghts” related to health insurance. Financial burden (expen-
ive treatments, time lost from work, or loss of work itself) was
xtremely stressful. One patient angrily described her family’s
truggle to survive on 1 income now that she was unable to
ork. Another described her concern about being able to
ontinue to work, the source of her family’s insurance bene-
ts. For others, fighting the system related to health-care
elivery services. The ordeal related to receiving erythropoi-
tin injections in physicians’ offices, and particularly, receiv-
ng transfusions was depicted by many as inefficient and
urdensome, a perpetual source of frustration. For others,
hese procedural barriers resulted in confusion and simply
eeling overwhelmed.

For many patients, the greatest impact of MDS on emo-
ional well-being resulted from significant depression. Many
ound activity restrictions a source of depression—as were the
unctional impairments rendered by disease and treatment,
escribed by one participant as the loss of the “ability to do
hat I want to do.” Another woman described her reaction to
er limited function: “My balance isn’t what it should be . . . .
’m 55. I look at these people who are like 85 years old and
hey’re out running around the block and that can bring you
own a bit.” Others found the “fatal” nature of the illness to
e a significant cause of depression. Several patients described
he impact of viewing cancer patients, either in the clinic
aiting room or in the infusion centers. While their initial

eaction was often one of anxiety (“will this happen to me?”),
ome described the cancer patients’ courage as inspiring yet

dmitted it was nonetheless depressing to witness.

THE JOURNAL OF SUPPORTIVE ONCOLOGY
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While physicians’ lack of information caused anxiety and
frustration for some, it was a source of depression for others,
thwarting the patient’s attempts at establishing or maintain-
ing hope. Patients found the lack of informational resources
frustrating and took it upon themselves to research symptoms
and side effects. However, as one patient pointed out, “your
imagination starts to take over,” in large part from the lack of
a contextual reference for interpreting symptoms.

For many, the diagnosis of MDS brought with it a realiza-
tion that one’s dreams and plans for the future would not be
fulfilled, resulting in reactions that varied from anger to de-
pression. While independent of the patient’s age at the time
of diagnosis, the severity of the reaction appeared greater in
those who were younger. One woman described the emo-
tional impact as the worst aspect, wishing she did not have
three young sons to “leave behind.”

Spiritual Well-Being

For those who described MDS having an impact on spiri-
tual well-being, it was generally positive. Several patients
described a resultant reprioritization of what was important in
their lives and relationships since having MDS. One patient
described this as “a blessing in that you really look at what’s
important in your lives, in your family, that type of thing and
I think it brings you closer together . . . . It may be family, it
may be resolving things, but in a weird way, there’s a blessing
underneath.”

Others described a strengthening of their preexisting faith
and the benefits received from others by prayer and support.
One participant described making peace with the fact that
there is (as yet) no cure for most with MDS. Still others
described a change in their attitude, learning to appreciate
what they had and to make the most of every day. One man
reported, “The most helpful thing that was said to me about
this disease was said by a Zen master . . . ‘practice gratitude.’
And that has worked.”

While an enhanced relationship with God was voiced by
many, that relationship could still have a negative impact on
QOL. For one patient, extensive stress restricted her ability to
worship: “I’m an avid, strong Christian, and I didn’t want to
get out of bed. I didn’t want to go to church . . . . How can
[MDS] not cause emotional, along with spiritual—who wants
to get out of bed? I love you God—I’ll listen to the radio.”

Another significant, negative impact on spiritual well-
being was the persistent struggle to find meaning in one’s
illness. This difficulty was often seen in those individuals who
were told their disease was serious but who did not appear ill.
One patient described seeing her physician after returning
from vacation and being told he was referring her to hospice
because “it was that serious.” Several patients rationalized this
difficulty by comparing themselves to others with more severe
or life-threatening conditions. Others viewed it as a “wake-up
call,” a time to reprioritize what was truly important in their

lives. s
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ncertainty

For many, living with MDS meant living with sustained
ncertainty. Uncertainty was manifest in many ways, each
roviding a negative impact on QOL. It was exemplified in
atients’ difficulty interpreting symptoms and life expectancy.
Each time another symptom occurs, you wonder why this is
appening or what’s going to happen. Is it going to get worse?
hat’s going to happen next week when another symptom

omes?”
Uncertainty can stem from a lack of explanation about the

isease process and clinic routines. “When I was first diag-
osed, they kept sending me to the cancer center, and I was
hinking, ‘Do they think I have cancer?’” For others, uncer-
ainty stems from viewing other patients: “When I see the
ther people [in the waiting room], I think does this sickness
ead to that or what?”

Coping with uncertainty was particularly true for those
ho had significant health problems previously—heart dis-
ase was managed by bypass surgery; cancer was treated by
urgery and/or chemotherapy. Such interventions were
iewed as concrete and known measures to correct a problem.
he same concrete approach did not apply to MDS, and
articipants had difficulty with this difference, particularly
hen their physicians did not demonstrate confidence in how
est to manage the disease.

Uncertainty had a significant impact on one’s social well-
eing, often causing difficulty planning for the future. This
ifficulty could be depicted in small ways, such as the inability
o predict feeling well enough to attend a family function, or
n larger ways, such as struggling to decide if one should
elocate closer to one’s children, thereby transferring care to
n unknown physician, who was potentially inexperienced in
anaging MDS. Others described difficulties with financial

lanning: “I don’t know whether I ought to be dispersing [my
unds] to my children now because death is imminent; I don’t
now how imminent.”

Perhaps the greatest impact of uncertainty lies within the
piritual well-being domain. One subject succinctly described
his impact: “It’s very troubling to have Damocles’ Sword
winging over your head and not knowing how to plan the
est of your life, however long it’s going to be.”

IMITATIONS
This study has several limitations. First, the method of

ubject recruitment may have limited participation to indi-
iduals who were more proactive in obtaining information
bout their illness. Moreover, the focus groups convened only
nce; thus, purposive sampling and repeated assessments were
ot possible. The large size of the focus groups may have
estricted some patients’ participation and restricted the lead-
r’s ability to ask more probing questions, thereby limiting the
ype of data analysis performed. In addition, family members
ften attended, potentially affecting patients’ willingness to
peak candidly about QOL issues (eg, family relationships,

exuality). Finally, as a whole, the sample’s educational level

ww.SupportiveOncology.net 41
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Quality of Life in MDS
and upper-/upper middle-class socioeconomic status could be
a significant factor in QOL assessment.25

DISCUSSION
As a disease state, MDS poses unique challenges for those

who live with it. Due to the heterogeneity of the disease, the
illness trajectory is quite variable, often confounded by a
myriad other factors, such as physiological age, functional
status, and comorbid conditions.20,21,26–28 Thus, clinicians
may be reticent to recommend aggressive treatment. Focus
group participants indicated they did have other health con-
ditions beyond MDS. Yet, with few exceptions, the majority
of these patients perceived themselves to be quite healthy
and, thus, able to “handle” the rigorous nature of intensive
treatment.

Many clinicians may not have adequate expertise in the
management of this complex illness. Clinicians’ lack of con-
fidence often resulted in more work for many focus group
participants: searching out information related to treatment
options (and where that treatment is available), monitoring
response to treatment, and coordinating care between multi-
ple providers. The burden of this work can adversely affect
one’s emotional well-being but also one’s social well-being.
Some patients actually retired so that they could devote more
time and energy to monitoring their disease.

Fatigue is a highly complex, subjective, and multidimen-
sional phenomenon.22,28 Fatigue encompasses feelings of
physical weakness, lethargy, decreased mental alertness, and
diminished concentration.29,30 In the context of chronic ill-
nesses, fatigue is unrelenting and interferes with one’s ability
to function normally. While anemia is absent from these
descriptions, it is frequently (and often inappropriately) used
as a surrogate marker of fatigue. Focus group members de-
scribed the fatigue they experienced as a lack of energy and a
marked decrease in ambition, stamina, and motivation to
perform normal activities.

Transfusion support remains a primary therapeutic inter-
vention to improve anemia, yet its impact has not been well
studied beyond improving hemoglobin values and the poten-
tial consequences of iron overload. In these MDS focus
groups, some patients voiced concern about the safety related
to transfusions; others voiced concern about iron overload.
But much more frequently, patients complained that transfu-
sions interfered with their ability to live their lives, in terms
of both time and the perceived complicated logistics involved
in actually receiving the transfusion. A study of time burden
associated with transfusion found the mean total time spent
infusing two units of packed red cells to be 4.25 hours.31

Several focus group participants provided graphic stories of
much less efficient transfusion practices.

In an earlier study, MDS patients described enduring a
gradual decline in their physical health and functional ability
until the hemoglobin level “warranted” transfusion.32 Re-
searchers assert that the decision to transfuse MDS patients
should include patient symptoms27,29 and QOL data,18 yet in

clinical practice this is infrequently practiced. w
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Given the lack of curative therapy for most, clinicians
ave often focused on using “supportive care” methods to
reat MDS. Supportive care is commonly defined as providing
ransfusion, iron chelation, growth factor and antimicrobial
upport as needed,20,33 possibly including provision of psycho-
ogical support.33 Data from these focus groups suggest that
roviding “supportive care” may be inadequate, particularly
hen conveyed with a callous attitude, as depicted by the
ematologist who told a patient, “Well, call me if you get a

ever above 100 and we’ll offer best supportive care.”
MDS are a complex, heterogeneous group of diseases. Yet,

ost patients received little information about MDS in the
ontext of their unique illness trajectory. Informational needs
elate not only to the disease process and treatment options
ut, more importantly, to how the illness and/or treatment
ill impact a person’s ability to live life in the way that he or

he is accustomed. In addition to learning about how they will
eel as the disease progresses, focus group participants were
nterested in learning about self-care measures they could
tilize to maintain health and functional status. In contrast,
roviders offered little information about what patients could
xpect in the future and virtually nothing about steps to
aintain health.
Clinicians may have their own concept of the amount,

ype, and timing of information for patients, which can con-
ict with the patient’s informational needs; this conflict can
esult in increased anxiety, frustration, and uncertainty for
he patient.21 Moreover, the skill with which professionals
resent information can be highly valuable. Many patients
erceived their hematologist as exhibiting a patronizing atti-
ude toward them. Ageism was commonly encountered, re-
ulting in patients experiencing depression, frustration, or
nger. Patients described a lack of exposure to other health
rofessionals, including psychologists and social workers, from
hom they could receive assistance in learning how to cope
ith their illness. Even exposure to the nursing profession was

imited to contact when receiving transfusion, infusions, or
njections and, thus, was very procedure-oriented with little,
f any, time for educationally based interventions. Left with-
ut adequate information from their providers, patients
ought out information on their own, typically using the
nternet. However, without any additional interpretation, ob-
aining additional information often increased, rather than
ecreased, the patient’s distress.

As evidenced by the focus group participants, people living
ith MDS often have difficulty coping with uncertainty.
ishel defines this concept as “the inability to determine the
eaning of illness-related events,”34 occurring when one can-
ot achieve a meaningful interpretation of illness and its
reatment. From a patient’s perspective, the ambiguity of
llness can be highly distressing. In MDS, initial uncertainty
an result from the disparity between having a presumably
ife-threatening illness, with mild, if any, symptoms. Inade-
uate understanding of the disease process, difficulty deciding

hat (if any) treatment can or should be employed, and
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inability to anticipate the likely disease trajectory can all
result in periods of heightened uncertainty.7,21

A significant cause of distress is fear of one’s disease evolv-
ing into acute myeloid leukemia (AML). While this evolu-
tion rate is about 30%, the converse rate was not emphasized
to these patients; ie, over 70% do not evolve into AML.27

Even when evolution to AML is not likely, the uncertain nature
of the illness trajectory remains a source of distress. The inability
or unwillingness of health-care providers to provide anticipatory
guidance was common and a source of frustration, anxiety, and
depression for patients, as illustrated in the following quote: “My
doctor hasn’t been able to tell me what kind of symptoms I
should expect except fatigue, and that is associated with the
anemia. Other than that, he can’t tell me anything.” Depression
also stems from the manner in which patients are told there is
(typically) no cure for this disease. Rather than assist patients to
accept that, for most individuals, MDS is a chronic illness that
one can live with, it is much more commonly portrayed as a fatal
illness. Coupled with few treatment options (from the patients’
perspective), patients are left with the impression that they will
die from this disease, with little intervention available to thwart
2006;85(3):174-180. Oncol. 2011;29:1987-1996.
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Data from these focus groups provide a more compre-
ensive view of the impact MDS has on a person’s life.
hile previous work has emphasized the impact of MDS

n physical well-being (eg, improving anemia or decreasing
ML evolution), patients participating in this study de-

cribed a much broader impact. As one patient eloquently
tated, “I think part of the problem is that the focus is so
uch on the physical improvement, that physicians and
urses alike don’t really address the emotional, mental, and
piritual impact.”

Providing more comprehensive care, including that ren-
ered by nursing, behavioral medicine/psychology, and social
ork, is sorely needed and may be a significant factor in

mproving patients’ QOL. Further studies are needed to ex-
lore this impact in more detail and to target interventions to
etter assist patients in coping with this complex, chronic
llness.
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