
A Patient Centered and Risk-Adapted Approach to 
Management of Myelodysplastic Syndrome

The latest research advances in myelodysplastic syndrome (MDS)  pave the way 

for new treatment options and improved outcomes for patients with this rare and 

challenging-to-treat disease. Several investigational agents are in late-phase trials 

and recent approvals require physicians to stay up to date with emerging data on 

clinical efficacy and safety to make appropriate and individualized treatment 

choices. Patients and caregivers also require education to help understand 

disease subtypes, prognosis and expectations of treatment, management of side 

effects, and the benefits of enrollment in clinical trials.

This patient-provider (tethered) initiative was 

successful in improving knowledge and competence of 

providers from observed baseline levels and increasing 

confidence of patients to engage in shared 

decision-making. Insights into patient experiences, 

concerns, and preferences for education are important 

to share with providers to better refine patient care 

practices in the future.
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HCP AND PATIENT EDUCATION

Educational Initiative and Evaluation

Partners

Advocacy group: Aplastic Anemia & MDS 

International Foundation (AAMDS)

Education: PlatformQ Health, 

Postgraduate Institute for Medicine

Assessments

HCPs: practice patterns, knowledge, 

competence, engagement, and perceptions

Patients/Caregivers: knowledge, communication 

and self-efficacy behaviors  

Measurements

Questions asked before and immediately 

after the activity. Two-month follow-up 

survey was sent to learners to evaluate 

changes in practice and behavior. Chi-Square 

tests used for statistical analysis.

Interventions

Tethered education comprised of 

one 60-min CME activity for HCPs and 

one 60-min patient/caregiver activity

reported the activity 
positively impacted 
patient 
experiences/outcomes

95%

n=41

write-in examples 
were shared

79

reported the activity 
positively impacted 
clinical practice 91%

n=47

Changes in Knowledge/Competence

Pre Post

32%

82%

50%

increase

Recognition of classification 
system with greater weight on 
cytogenetic abnormalities and 

severity of cytopenias
Answer: IPSS-R Classification

Pre Post

57%

89%

32%

increase

Treatment options rarely 
considered for a patient with 

low-risk MDS
Answer: Bone-marrow transplant

n = 1,644 pre, n = 1,287 post, P<0.05

Pre Post

30%

83%

53%

increase

Patients most likely to respond to 
luspatercept based on the PACE 

study results 
Answer: SF3B1 mutated 

and harbored ring sideroblasts

Pre Post

27%

76%

49%

increase

Novel combination regimen 
demonstrating similar OS rates to 

IV decitabine for int-, high-, and 
very high-risk MDS 

Answer: Oral 
cedazuridine/decitabine

Patient/Caregiver Empowerment 
and Decision-Making

What are you most interested in learning more about?

67% 

Confident in ability to 
manage condition

80% 

Confident in ability to 
bring up concerns 

with HCPs

64% 

Preference for shared 
decision-making

n=96n=96n=96

Establishing Goals of Therapy While 

Managing Myelodysplastic Syndromes

Applying Risk-Adapted Approaches to 

Management of MDS

HCPs Patients/Caregivers

reported the activity 
positively impacted 
communication with 
their HCP 

56%

n=39

write-in examples 
were shared

48

reported they felt 
more in control of their 
health-care decisions38%

n=40

I can identify more 
patients [who are] eligible 

for luspatercept.

Patient was able to switch 
forms of their medication 
which provided improved 

quality of life.

I feel more aware of making 
health-related changes that will 
hopefully influence my journey 

with MDS in a positive way.

I feel like I can advocate more for myself 

as I feel more confident in the knowledge 

I gained through this program. I learned a 

lot and appreciated this kind of service 

being available to patients like me.

Thematic Analysis of Clinical Practice Impact

social media 
engagements

14,687 
on-platform 

engagements

622

total 
engagements

15,309 

identified 
themselves as 

treaters

780 

total 
clinicians

1,644 
MD/NP/PA/RN

93%

average MDS 
patient visits 

impacted weekly

5.78 
slide downloads

262

 certificates 
awarded

1,232

Clinician
Demographics

Clinician
Engagement

Patient
Engagement

Positive Impact on Patient 
Outcomes and Clinical Practice

Positive Impact on 
Health-Related Behavior and 
Communication

Patient Insights Regarding 
Treatment and Future Education

D
iagnosis and w

hat to expect

Resources  from
 AAM

D
S 

International Foundation

H
ow

 to cope w
ith a rare disease

Treatm
ent and 

m
anagem

ent of M
D

S

10% 5% 12% 73% 

What concerns you most about treatment?

Side effects of treatm
ent

Cost of treatm
ent

H
ow

 w
ill M

D
S affect m

y 

daily activities 

H
ow

 w
ell treatm

ent 

w
ill w

ork

12% 4% 13% 71% 

n=73

n=82

58% of behavioral changes related to 

shared decision-making engagements

SDM: asking 
questions

Treatment-related 
changes

Self-care & 
healthy living

Confidence in MDS 
knowledge & 
management

20% 

33% 12% 

12% 

n=48

13% 

SDM: changing 
treatment

SDM: treatment 
decisions

20% 

6% 

8% 4% 

4% 

SDM: 
need for 
support

Stronger 
self-advocate

Lab 
monitoring

Second 
opinion & 
specialist 

consultation

37% of clinical changes directly 

related to treatment practices

Improved confidence 
in MDS management

20% Direct 
treatment-related 

impact

37% 

Referrals & 
specialist 

consultation

12% Patient 
education

12% 

n=45

22% 

Tailoring treatment

Changed treatment 5% 

7% Utilization of 
cytogenetics & 

risk-stratification

7% 

Better 
patient 

adherence/
outcomes2% 

Diagnosis2% 

Updating 
patient 

education 
material

Thematic Analysis of Patient Behavior Changes

Luspatercept 
eligibility & benefit 5% 

Enrolled patients in 
clinical trials 5% 

n = 45 write-in examples 
of practice change

n = 48 write-in examples of behavioral changes
SDM = Shared decision-making
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Patient Vignette Speaker

Ruth Cuadra

MDS Patient and Advocate

Ruth discussed the symptoms she experienced 

and how they were managed. She also 

explained how she was diagnosed, the 

limitation of treatment choices, her goals for 

treatment, and how she worked with her 

doctors to decide what treatment would work 

best for her.


