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Navigating Long-Term Care for
Cold Agglutinin Disease

Sustaining Alignment as Disease and Life Evolve

Even after a clear diagnosis,
patients live with CAD for
years. Disease activity
fluctuates, therapies change,
and risks accumulate. Expert
care depends on knowing
how to adjust course without
overreacting or drifting.

“Cold agglutinin disease is rarely a one-decision illness.”
— Berentsen S. Hematology Am Soc Hematol Educ Program. 2016




CAD is a chronic disease with a variable, fluctuating tempo.

Most patients follow a relapsing course rather than a linear trajectory.
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The Goal: Sustaining alignment, not forcing normalization.
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Laboratory values describe hemolysis. They do not describe life.
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 Evidence: Quality-of-life studies confirm that patient-reported burden often diverges from
laboratory indices (Joly F et al. JMIR Formative Research. 2022).

e Monitoring Mandate: Longitudinal monitoring must integrate hemoglobin trends, transfusion
exposure, and functional limitations alongside standard hemolysis markers.



Stability does not always mean ‘no treatment’.
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» Clinical Implication: These states are not interchangeable. Stability maintained by suppression carries
different monitoring implications than stability reflecting intrinsic disease tempo. Failure to distinguish them
leads to therapeutic errors. (Source: Berentsen S. Blood. 2021)



Monitoring cadence should match disease behavior.

There is no universal follow-up interval.
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// Key Factor: Cadence must reflect not just disease activity, but

comorbid risk and the reliability of the patient's own reporting. //




Surveillance should follow mechanism.

Monitor based on how the treatment works.

Complement-Directed Therapy

Monitor for hemolysis control, infection risk

Monitor for cytopenias, general immune suppression,
delayed responses, and relapse.
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Takeaway: Monitor
what could change
management, not

(encapsulated bacteria), and vaccination status. '

simply what can be
measured.
Therapy-specific
monitoring reflects
therapy-specific
risk. (Berentsen S.
Frontiers in
Immunology.
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Avoiding the twin errors: Therapeutic Inertia b
vs. Therapeutic Overreach. f
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Expert care plans for relapse.
It does not wait for it.
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* Educate patients on warning signs | D -

* Define thresholds for reassessment

* Document prior effective interventions |, Dark New Worsening ||

» Clarify escalation strategies in advance urine  fatigue cold sensitivity
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Preparation reduces crisis decision-

o‘ﬂ‘ In3|ght Relapse is common and expected, not exceptional.
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Reassessment is a longitudinal skill,

not an admission of failure.

A plan that was appropriate
two years ago can become
iInappropriate without ever
having been wrong.
Effective reassessment is
routine maintenance.

Normalize
Course

continues to serve the patient as
they age and the disease evolves.

( : a,Reassessment ensures the therapy >
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The patient’s life changes, even if the .\
disease does not.

New Job Surgery Corgg;léllggles Retirement

Disease burden and treatment tolerance may shift
independently of hemolysis markers.
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not just the pathology. (Pham HP et al. Am J Hematol. 2022). ’}>> /|

AN

O Long-term care succeeds when it adapts to the person,




Documentation is anticipatory planning made durable.
Essential for shared care across multiple settings.
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MEDICAL RECORD SUMMARY /
SHARED CARE PLAN

e Confirmed diagnosis & dominant mechanism
® Prior therapies & specific responses

e Known triggers (environmental/thermal)

® Monitoring parameters & action thresholds
® Patient goals

® Perioperative precautions

| 'ﬂ-) Documentation prevents knowledge loss when patients move between clinicians. I




The Pillars of Long-Term Success

BIOLOGY

Long-term management in cold
agglutinin disease Is not about
maintaining control at all costs. It is about
maintaining alignment between biology,
therapy, and patient priorities.

Success is measured not by the
absence of fluctuation, but by the
patient’s ability to live predictably, THErAPY
safely, and well alongside a disease
disappears yet can be managed.

PATIENT
PRIORITIES
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