myMDS

Cultivating Conversations
About Your Care

Guiding you through key questions
to discuss with your healthcare team
at every stage of your journey with
Myelodysplastic Syndromes (MDS).
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Understanding MDS can feel overwhelming,
but asking the right questions can help you
make sense of your diagnosis and care.

This companion resource was created by the At each key step of your journey, this guide
MDS Collective - an alliance of patient advocacy  offers key questions you can ask to better
groups - to support you in discussing MDS with understand MDS, test results, and treatment
your healthcare team. It follows the ‘myMDS: options. Use it as a tool to cultivate meaningful
Cultivating Understanding and Navigating the  conversations with your healthcare team.
Landscape’ guide, which explains MDS using a

gardening theme: your bone marrow is the soil,

and your blood cells are the flowers.

Before diagnosis
Recognizing the

soil’s challenges




Questions to ask

your doctor
Bone marrow is the soil, and blood p How does the bone marrow
cells are the flowers. affect my overall health?
Healthy soil produces strong flowers, just p» What are the main types of
like healthy bone marrow makes blood blood cells, and what do they do?

cells to keep your body working properly.




Tireq Sojl = ¢ R P
ruggling bope Marroy, ecog“ lZ' “g
syYm ptoms - Questions to ask

your doctor

r "“\ ' ‘FI- / % .. \' a“emia p How canI tellif I might

have anemia?
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Gardener = primary care Physician

Flower check = blo®

d tests

Consulting
the gardener
(your doctor)

P» When the garden isn’t thriving, you call the

gardener (your doctor) to take a closer look,

often starting with blood tests.

Questions to ask
your doctor

» What can blood tests tell me
about why I feel tired or unwell?

p What results should I pay
attention to from my blood tests?



= specialists

Gardening €xperts

Seeing

. . Questions to ask
specialists your doctor
P Sometimes, certain flowers need extra P What kind of specialist might
care. The gardener (your primary care I see?

doctor) might bring in experts (medical ~ mmmmmmmmmmeememeooooooooooooooooooo
specialists) to focus on specific flowers. p How do specialists work with
These experts take a closer look and may my reqgular doctor?

recommend tests to better understand
what the garden needs.

Gardeper = Primary care Physician
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Diagnosis
Getting to the root
of the problem
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Soil sample = bone mayrrow biopsy

Bone marrow
biopsy

P A bone marrow biopsy, like a soil test, helps
doctors check if your bone marrow is making
enough healthy blood cells.

Questions to ask
your doctor

» What happens during a bone
marrow biopsy?

p Will the biopsy be painful, and
how long does it take to recover?

p How often might I need this test?




Maghifying glass =

molecular profiling and genetic testing

Molecular
profiling and
genetic testing

These tests look deeper into the soil (bone
marrow) to find changes in the following:

® DNA - the special code that carries the
instructions for how your body works.

P Genes - step-by-step instructions made
from DNA that tell your cells what to do.

p» Chromosomes - small packages inside
your cells that hold many genes, like a
book full of instructions.

Questions to ask
your doctor

p» Why are molecular profiling and
genetic testing important?

p How will these test results affect
my treatment plan?



bone marrow not Making enough healthy blood cells

Understanding ,
. . Questions to ask
the dlag“OSlS your cdoctor

p Like an expert gardener checking the p What does my diagnosis mean for
soil to understand its health, your doctor my health?
reviews your test results to diagnose MDS.  mmmmmemme e
MDS happens when the bone marrow p What are the main symptoms of
doesn’t produce enough healthy blood MDS I should monitor?

cells, leading to low blood counts or cells

Few flowers = low b
ers = low blood counts that don’t work properly.




Blasts = immatyre blood ce(ls

Risk .
Questions to ask
assessment your doctor

P Just as an expert gardener assesses the p How is my risk score calculated?
soil, doctors evaluate your test results | mememmececemeocooooeo
to calculate a risk score. This helps them » What risk category am I'in?
understand how your condition might ~ smmemeeeee e
change and places you into a risk category » What does my risk category
(such as low, intermediate, or high). mean for my treatment?

Risk score = combined assessment for care planning e
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Treatment and
management
Nurturing the
garden back

to health

-
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MDS specialist

P Sometimes, the expert gardener consults
a specialist who focuses on specific plants
(an MDS specialist) to provide focused care.

Questions to ask
your doctor

p Should I see an MDS specialist,
and what will they do?

p How do MDS specialists work with
my regular doctor?



Watch and wait e oK

P Not every issue in the garden needs fixing P Why is active surveillance the best
right away. Sometimes, the gardener approach for me?
watches for changes before taking action. oL
This is like ‘watch and wait’ (also called p How often will I need check-ups
active surveillance), where your doctor or blood tests?

monitors you closely and steps in if needed. =~ --mmmeememeooeeeooooooooooooooos
p» What symptoms should I look out
for and report?

Watch and wait = active surveillance




When the soil doesn’t provide what flowers
need, gardeners focus on helping them grow.
Similarly, if bone marrow isn’t making enough
red blood cells, treatment may include
medications or blood transfusions to boost
strength and energy.

Questions to ask
your doctor

p» What treatments are available
for anemia?

P Are there long-term risks with
blood transfusions?

p How will these treatments help
me feel better?



Pruning
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ongoing
monitoring

p Just as a garden needs regular watering and
pruning, your care requires ongoing check-ups
and adjustments.

Questions to ask
your doctor

p How often will I need follow-up
appointments or tests?

p» What are we monitoring for
during regular check-ups?

p» How will I know if my treatment
plan needs to change?












