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TAKE-HOME MESSAGES

1. Patients with CLL essentially always have choices about
which treatment they wish to receive.

2. “Shared decision-making” means that providers and
patients work together to create a treatment plan.

1. The provider’s job is to educate the patient.

2. In the era of the internet and now artificial intelligence,
patients have the power to educate themselves
effectively. Such education can supplement that provided
by physicians.
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MY PHILOSOPHY OF MEDICAL CARE

“I believe that the role of physicians is to educate
patients and to help them make the best decisions
possible regarding their own care. The idea that
‘physicians know best’ and should dictate treatment to
patients is archaic. Instead, physicians serve as
teachers by educating patients about their diseases
and their treatment options and helping patients
select the best treatment for their situation.”

John M. Burke, MD | Hematologist in Aurora, Centennial, Englewood, and Littleton, CO
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https://www.rockymountaincancercenters.com/physicians/john-m-burke

INDICATIONS TO START THERAPY IN CLL

iWwCLL Guidelines

Hemoglobin less than 10 g/dL
Platelets less than 100 x 10°/L

Massive or symptomatic lymphadenopathy Size at least 10 cm, OR
Size rapidly increasing, OR
Physical discomfort or obstructing vital organs

Massive or symptomatic splenomegaly Size at least 6 cm below the ribs, OR
Causing pain or early satiety

Progressive lymphocytosis Increase of at least 50% over 2 months, OR
Doubling time less than 6 months
Constitutional symptoms Weight loss > 10% within 6 months, OR
Significant fatigue, OR
Fevers, OR

Night sweats

Autoimmune complications
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OPTIONS FOR INITIAL THERAPY (FIRST-LINE)

OF CLL

BCL2 inhibitor (venetoclax)
+

anti-CD20 antibody
(obinutuzumab)

Covalent BTK inhibitor (ibrutinib,
acalabrutinib, zanubrutinib)

+/-

anti-CD20 monoclonal antibody
(obinutuzumab)

BCL2 inhibitor (venetoclax)
+

covalent BTK inhibitor
+/-
anti-CD20 antibody

1-year, “fixed duration”

Indefinite therapy, continuous until
progression or intolerance

15-month “fixed duration”
OR
2-6 years MRD-driven duration

Similar 3-year progression-free
survival as continuous BTKi
Avoids cardiac risks of BTKi
Allows time off therapy

Can retreat at relapse

Long duration of follow-up in
studies

Generally well tolerated

No dose ramp-up required

Lower rate of uMRD at 1 year
than ven-obin

MRD-driven achieves best
outcomes reported to date
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OPTIONS FOR SECOND-LINE THERAPY OF CLL

Intolerant to covalent BTKi Alternate cBTKi
Non-covalent BTKi (pirtobrutinib)
Venetoclax + anti-CD20 antibody

Progression on covalent BTKi Non-covalent BTKi (pirtobrutinib)

Venetoclax + anti-CD20 antibody

Retreat with venetoclax +/- anti-CD20 Ab
Covalent BTKi

Relapse after venetoclax completion

Retreat with same
Covalent BTKi
Venetoclax + anti-CD20 Ab

Relapse after cBTKi + Ven combo

WD N Y
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OPTIONS FOR THIRD-LINE (AND BEYOND)
THERAPY OF CLL

* Non-covalent BTKi (pirtobrutinib)
 Lisocabtagene maraleucel (CD19-targeting CAR T-cell therapy)
* Allogeneic hematopoietic cell transplant

* Less commonly used
* PI3K inhibitors (duvelisib, idelalisib + rituximab)

 Chemotherapy
* Fludarabine + cyclophosphamide + anti-CD20 antibody
* Bendamustine + anti-CD20 antibody

 Lenalidomide
 Alemtuzumab
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COMMENT ON CLINICAL TRIALS

* Clinical trials are options for therapy. They test new ways of treating CLL.

* They exist for all lines of therapy, from initial treatment to multiple prior
treatments.

* Occasionally, clinical trials will employ placebos. When they do, patients usually get
placebo in addition to a standard treatment.

 All trials are reviewed by independent panels to make sure the trials are ethical.

* Ethically, clinical trial participation should be considered an option but not a
requirement.

* Trials are how we advance the field in CLL and in human disease in general. Without
cll_:nlcal trials, we cannot demonstrate improvements in outcomes with new
therapies.

* We have all benefited from those before us who have participated in clinical trials.

* When | get [insert disease here], | will likely be signing up for a clinical trial. © | say
this because 1) | am confident that clinical trials tend to offer good treatments to
p?ttlents and 2) | want to contribute to science for the benefit of those who come
after me.
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QUESTIONS FOR DISCUSSION WITH YOUR
DOCTOR

Potential adverse effects of drugs  BTKi: atrial fibrillation, bleeding, headaches, hypertension, rash
Venetoclax: low counts, immune suppression
Anti-CD20: infusion reactions, immune suppression

Underlying medical problems Consider whether these put you at higher risk for specific adverse effects

Current medications Many have drug interactions with BTKi and venetoclax. May need
adjustment.

Travel requirements Venetoclax-obinutuzumab requires more time in clinic, more frequent lab
draws

Fixed duration vs. continuous Big difference after 1 year

Cost Don’t forget fixed duration vs. continuous

Del (17p) or TP53 aberrancy BTKi have longer progression-free survival...but does that translate to

longer overall survival?

B < cusocey I



GETTING A SECOND OPINION

1. Additional education and information about standard treatment options
2. Additional education and information about clinical trial options
3. There is value in reinforcing information you’ve already learned, even if you don’t learn anything new

4. The opinion you’ll get is likely from someone who specializes in, and is therefore highly knowledgeable about, CLL

Disadvantages

1. It takes extra time and effort

2. Sometimes it requires travel, which can cost money
3. After all that effort, you may not learn anything new

4. The clinical trials offered may require that you live in that location, which often is unrealistic if
you’ve traveled a long distance
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EDUCATING YOURSELF — VALUABLE

WEBSITES (noT AN EXHAUSTIVE LIST)
Resource e Gomments

CLL Society On Demand CLL /SLL Large number of resources
Educational Activities - CLL specific to CLL
Society
Blood Cancer United (formerly  Chronic lymphocytic leukemia  Longstanding, reputable
Leukemia and Lymphoma (CLL) | Blood Cancer United organization; lots of resources
Society)
American Cancer Society (ACS) Chronic Lymphocytic Leukemia Broken into several sections
and American Society of (CLL) Resources | American
Clinical Oncology (ASCO) Cancer Society
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https://cllsociety.org/programs-and-support/on-demand-educational-activities/
https://cllsociety.org/programs-and-support/on-demand-educational-activities/
https://cllsociety.org/programs-and-support/on-demand-educational-activities/
https://cllsociety.org/programs-and-support/on-demand-educational-activities/
https://cllsociety.org/programs-and-support/on-demand-educational-activities/
https://bloodcancerunited.org/blood-cancer/leukemia/chronic-lymphocytic-leukemia-cll
https://bloodcancerunited.org/blood-cancer/leukemia/chronic-lymphocytic-leukemia-cll
https://www.cancer.org/cancer/types/chronic-lymphocytic-leukemia.html
https://www.cancer.org/cancer/types/chronic-lymphocytic-leukemia.html
https://www.cancer.org/cancer/types/chronic-lymphocytic-leukemia.html

USING ARTIFICIAL INTELLIGENCE TO EDUCATE
YOURSELF (AGAIN, NOT AN EXHAUSTIVE LIST!)

Google Gemini Google Gemini Pulls from Google’s search index

Chat GPT ChatGPT Pulls from the live web

Microsoft Copilot Chat | M365 Copilot

Perplexity Al Perplexity Lists numbered citations for each claim

Open Evidence OpenEvidence Free for physicians, answers contain images,
partners with New England Journal

Consensus Consensus: Al for Research Searches only published literature

Claude Use Al

B < cusoce I


https://gemini.google.com/app?is_sa=1&is_sa=1&android-min-version=301356232&ios-min-version=322.0&campaign_id=bkws&utm_source=sem&utm_source=google&utm_medium=paid-media&utm_medium=cpc&utm_campaign=bkws&utm_campaign=2024enUS_gemfeb&pt=9008&mt=8&ct=p-growth-sem-bkws&gclsrc=aw.ds&gad_source=1&gad_campaignid=20108148196&gclid=EAIaIQobChMIw4-Lq6LlkQMV0Un_AR0-CCVOEAAYASAAEgLWG_D_BwE
https://chatgpt.com/
https://m365.cloud.microsoft/chat?mkt_tok=ODI4LVpPTy04MDMAAAGau1XLwvcQGqVfEyEP3p5MVSxmkWYzd_h0klslRo_OdFd71N5PLFBeBGaoCfu7IVgbP3DDCNmuav-8B20TcWjsX5WbQUoMGK7X318WGTLhR22nfA&auth=2
https://www.perplexity.ai/
https://www.openevidence.com/
https://consensus.app/
https://use.ai/?model=claude&utm_match_type=e&utm_funnel=&partner=WM&id=YmluZ3xjcGN8VVMtRU4tRGVza3RvcC1TZWFyY2gtVXNlQUktQ2xhdWRlfDUyMzYyMzQ2NXxjbGF1ZGUgYWl8fHwxMzE3MjE3NjYxOTI5NTA4fFVTLUVOLUNsYXVkZS1HZW5lcmljLUV4YWN0fHx8fHx8fHx8fA&url=https%3A%2F%2Fuse.ai%3Fmodel%3Dclaude&msclkid=a9ab0abf154412920495637f4b8d211a

ADVANTAGES AND DISADVANTAGES OF

USING Al

1. Quickly provides reliable information about diseases, without your having to know which websites are reliable and which are not

2. Can be used to prepare you for efficient and effective meetings with your doctor. For example, ask it, “| have a new diagnosis of CLL. What questions
should | ask my doctor about CLL at our first visit?”

3. Provides a direct, conversational summary of whatever you ask it

Disadvantages

1. Cangive false information. Double check what it gives you. AND, not all Al sites may be created the same.
“Gemini is Al and can make mistakes.” “This is for informational purposes only. For medical advice or diagnosis, consult a
professional.”

2. Cannot help in a medical emergency!
3. Not governed by medical privacy laws. Do not enter your name or personal information. White out such information on any
uploaded reports, or type in the report content without uploading documents

4. “Sycophancy” refers to its tendency to tell you what it thinks you want to hear. Beware of your own biases influencing the
information it gives you. How you phrase your question may impact the response you receive.
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SUGGESTIONS FOR Al USE

* Use it to get information about your disease.

* Use it to prepare for appointments with your provider — e.g. “what
questions should | ask?”

* Use it as a supplement to, but not as a replacement for, information from
your provider. “Gemini is Al and can make mistakes.” “This is for
informational purposes only. For medical advice or diagnosis, consult a
professional.”

* Double check what it tells you.
* Do not give it your personal information.

* Beware of “sycophancy.” That is, beware of your own biases influencing the
information it gives you.

* Be open and honest with your provider about your usage of it.
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TAKE-HOME MESSAGES

1. Patients with CLL essentially always have choices about
which treatment they wish to receive.

2. “Shared decision-making” means that providers and
patients work together to create a treatment plan.

1. The provider’s job is to educate the patient.

2. In the era of the internet and now artificial intelligence,
patients have the power to educate themselves
effectively. Such education can supplement that provided
by physicians.
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CLL SOCIETY
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Christina Fisher
CLL Patient Advocate




TREATMENT JOURNEY

3 + years of active surveillance

Umbralisib — did not become FDA approved for CLL

Combined with Obinutuzumab

Venetoclax + Rituximab

4+ years undetectable measurable residual disease
(uMRD)




PREPARATION

Find a CLL specialist who communicates well with you

Get organized with information, notes, and questions

Connect with other people who have CLL

Use the watch and wait period to learn and prepare
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CLL SOCIETY EXPERT ACCESS™
PROGRAM

EXPERT A CLL expert physician

- can give you a second
ACCESS S .
| opinion online at no
% cost to you
/ ‘ 4 . .\ Y
CCCCCCCCCC https://cllsociety.org/eap Euli_!'l_ag;':hm[.jg!;§g|.!;!_i,5




PATIENT & CARE PARTNER
SUPPORT GROUPS &

CLL SOCIETY

* Over 40 different support groups with
meetings held virtually

* Groups are geographically based and topic-
specific, such as Watch & Wait, Veterans with
CLL, Physicians with CLL, Young People with
CLL, and CLL Patients without Care Partners

* CLL-specific support groups are a place of
camaraderie and knowledge sharing among

members PATIENT &
CARE PARTNER
[ "n || SUPPORT
|@II I|ﬁ| GROUPS
| |'

I e | | | https://cllsocietv.org/support-groups/
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https://cllsociety.org/support-groups/
https://cllsociety.org/support-groups/
https://cllsociety.org/support-groups/

1-ON-1 SUPPORT PROGRAMS

EMOTIONAL & SPIRITUAL
ADVOCATE PROGRAM

1-on-1 support from a board-
certified chaplain for people of all
faiths or no faith background.

PEER SUPPORT AND THE
AMBASSADOR PROGRAM

1-on-1 support from an individual
impacted by CLL.
A volunteer can share their own

Help with exploring coping
mechanisms, spiritual/theological
reflection, meaning making, goals of
care conversations,
grief/bereavement support, and

more.

experiences to help you navigate the
watch and wait period, insurance,
newly diagnosed questions, making
treatment decisions, managing side
effects, and more.

|| e I'I |

“ M I TR
.':-!-.. !| i E-'i'.::i=!
|.|| muiil https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/

I Illl II |I |I ||
I' |y
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https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/
https://cllsociety.org/programs-and-support/cll-society-1-on-1-support-programs/

CLL/SLL ONLINE PATIENT
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CLL SOCIETY’

MEDICINE
CABINET

* |ncludes nine of the most
common CLL medications

* Non-branded, patient-
friendly handouts that can
be printed on demand

Generic Name: Obinutuzumab

Drug Cl

) Inhisiy,,

MEDICINE CABINET:
OBINUTUZUMAB

Brand Mame: Gazyva

ERa, Pigg

Sect i -

INDICATIONS FOR USE

* Obinutuzumab can be given alone or in combination
with many other medications to treat CLL or SLL.
+ For CLL or SLL without 17p deletion or TPS3
mutation: For those requiring treatment for the first
time (front-line therapy). obinutuzumab can be given
alone or in combination with many other medications.
These include acalabrutinib, venetoclax, chlorambucil,
methylprednisolane, bendamustine, or ibrutinib as
afirst-line therapy. Obinutuzumab administered
alone is generally not the preferred treatment when
a second round of treatment is needed (secand-line
therapy), but it can be added to other second-line
combination therapies
+ For CLL or SLL with 17p deletion or TP53 mutation:
Obinutuzumab can be given alone, or in combination
with other medications (such as acalabrutinib or
wvenetoclax) as a front-line therapy. For patients with
17p and or TP53 mutation, it is not recommended as a
second-line or subsequent therapy option

ADMINISTRATION ROUTE
This medication is infused through a vein intravenously (V).

LENGTH OF TIME ADMINISTERED

Obinutuzumab is given for a pre-determined limited
amount of time (also called limited-duration, fixed-
duration, or time-limited therapy).

DOSING

Dose and fraquency of dosing are dependent upon
what other drugs obinutuzumab is given with. However,
it is typically administered only on specific days within
a pre-determined the 28-day treatment cycle.

MISSED DOSE

Call your healthcare provider if you miss an
appointment for your infusion.

HOW TO TAKE THIS MEDICATION
This medication is administered IV by your healthcare

team, typically in an infusion center or other outpatient
healthcare setting,

COMBINATION THERAPIES

Can be used in combination with multiple other

mm 10F2

: Anti-CD20

medicati
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with varig
studied in}
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https://www.cllsociety.org/cll-medicine-
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KEEPING TRACK OF LAB RESULTS

Lab Values

Be the first to know!

Routine lab tests are a staple of good cancer care!

Understanding how to interpret your blood tests will empower you to
ask appropriate questions and get the follow-up needed to ensure your
best care

@ Normal Lab Values

8 Keeping Track of Lab Results

https://cllsociety.org/lab-values/ [E¥F:!
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CLL SOCIETY’S
TEST BEFORE TREAT CAMPAIGN

Provides guidance on biomarker testing recommendations and
their implications for prognosis and treatment decisions

C0®

TEST BEFORE TREAT

Critical testing should be performed as follows: CHEMOIMMUNOTHERAPY

* FISH, TP53, and IgVH at diagnosis or before the SHOULD NOT BE CONSIDERED
first treatment is started for those who are:

* FISH and TP53 should be tested again each and * Deletion 17p

every time a new treatment is started  TP53 mutated

B & cuesoceTy [ ——
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My CLL Team e
* The World Expert | 0

NEWLY DIAGNOSED

The Local Expert

Dermatology, Primary Care, etc.
Note Taker

Personal Support

Financial Navigator

CLL Support Group

https://clisociety.org/cll-sll-patient-education-toolkit/putting-together-a-cll-team/
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STAY INFORMED

CLL Society This Week

9 Smart Patients Get Smart Care™ \Ag Newsletter Sign Up selectLanguage

CLL SOCIETY The World's Leoding Autharity for Chronic Lymphocytic Leukemio Patients R et ol e ﬂ

Stay informed about the latest CLL / SLL research, upcoming
events, on-demand education, free programs, resources,
and more

B < cusoce I



TAKEAWAYS

* Utilize tools for education and self-
advocacy

* Put together your care team
* Include a CLL expert physician on your team

* Join a CLL-specific Support Group

 Stay informed by signing up for CLL Society’s
This Week email

B © cusocer



AUDIENCE
Q&A




THIS PROGRAM IS MADE POSSIBLE
THROUGH GENEROUS DONORS AND
GRANT SUPPORT FROM

i BeOne

c%&/

AstraZeneca




THANK YOU FOR ATTENDING!

Please take a moment to complete our post-event survey,
your feedback is important to us

If your question was not answered,
please feel free to email: trustedcare@cllsociety.org

Join us for our next virtual event,

ASK ME ANYTHING — FEATURING DR. JOANNA M. RHODES AND JEFF FOLLODER
JULY 15

CLL SOCIETY is invested in your long life. Please invest in
the long life of the CLL SOCIETY by supporting our work:
cllsociety.org/donate-to-cll-society/

\ J
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