Guided Path

support for PMP patients and families

Understanding Pseudomyxoma Peritonei
(PMP)

A Gentle Guide for People Newly Diagnosed with PMP

Prepared by Guided Path TCS

Supporting individuals and families navigating rare and complex appendix cancers.

Important Note
This handbook is intended for patient education and support. It is not a substitute for individualized

medical advice. Treatment decisions should always be made with your own medical team, ideally
including specialists experienced in appendix cancer, pseudomyxoma peritonei (PMP),
cytoreductive surgery, and HIPEC.
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1. A Message from the Founder

If you are reading this guide, you may have recently heard the words Pseudomyxoma Peritonei (PMP) for the
first time. For many people, that moment comes with shock, confusion, and a long list of questions. Most
patients have never heard of PMP before diagnosis. The language can feel unfamiliar, the treatment path can
seem intense, and the uncertainty can feel heavy.

I understand that experience personally. Guided Path was created because of my own journey with a PMP
diagnosis and the realization that patients and families often need far more than medical appointments
alone. They need clear information, compassionate guidance, practical support, and the reassurance that
they are not the only ones walking through this.

This guide was created to help newly diagnhosed patients and their loved ones better understand what PMP
is, how itis treated, and what the road ahead may look like. My hope is not to overwhelm you with
information, but to make the unknown feel a little more understandable and a little less frightening. You do
not need to learn everything in one sitting. You can take this one section, one appointment, and one decision
atatime.

At Guided Path, we believe people facing rare and complex appendix cancers deserve kind, honest,
understandable information—along with patient navigation, peer support, and access to trusted resources.
Wherever you are in your journey right now, please know this: you do not have to figure it all out alone.

A Gentle Reminder

Give yourself permission to move slowly. It is completely normal to reread information, ask the
same question more than once, or take someone with you to appointments to help listen and take
notes.

2. Understanding Pseudomyxoma Peritonei (PMP)

Pseudomyxoma Peritonei, often called PMP, is a rare condition in which mucin-producing tumor cells
spread within the abdominal cavity and continue to produce a thick, jelly-like substance. In most patients,
PMP begins with a tumor of the appendix. When that tumor ruptures or leaks, mucin-producing cells can
escape into the abdominal cavity, settle on surfaces inside the abdomen, and continue producing mucin
over time.

PMP behaves differently from many cancers. Instead of typically spreading through the bloodstream or
lymphatic system early in the disease process, PMP most often remains within the abdominal cavity and
pelvis. Even so, it can still be a serious and potentially life-threatening condition. The danger usually comes
from the ongoing build-up of mucin and tumor deposits, which can coat abdominal surfaces, crowd organs,
interfere with digestion, and eventually affect nutrition and quality of life.

Because PMP is so rare, different terms may be used in pathology reports or medical conversations. Some
patients will hear about appendiceal mucinous neoplasms, low-grade disease, high-grade disease, or
mucinous adenocarcinoma. These details matter because they help doctors estimate how the disease may
behave and what treatment may be most appropriate.

Older estimates suggested that PMP affects about 1 to 2 people per million each year. More recent
population-based studies suggest the true number may be somewhat higher, at approximately 3 people per
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million annually. Even at that estimate it remains very uncommon, which is one reason patients often need
to seek specialists with specific experience in appendix cancer and peritoneal surface disease.

What makes PMP different from many other cancers?

e |tusually spreads by distributing mucin producing tumor cells within the abdominal cavity rather than by
early blood-borne spread.

e |t often grows more slowly than many common gastrointestinal cancers, especially in low-grade disease.

e |tcanstill cause serious complications because the abdomen is a limited space. As mucin
accumulates, it may press on organs, contribute to hernias, alter bowel function, and lead to pain,
bloating, or bowel obstruction.

e ltisrare enough that many physicians may only encounter a few cases in their entire careers, which
makes specialist evaluation especially important.

3. How PMP Develops

In most patients, PMP starts with an appendiceal mucinous tumor. Some of these tumors are classified as
low-grade appendiceal mucinous neoplasms (LAMN), while others may be high-grade appendiceal
mucinous neoplasms (HAMN) or mucinous adenocarcinomas. The common theme is that these tumors
produce mucin.

When the appendix tumor ruptures, leaks, or sheds cells, those cells can seed the lining of the abdomen.
Rather than forming one single lump that stays in one place, the disease may become distributed across
abdominal and pelvic surfaces. The cells often continue producing mucin wherever they settle.

Because gravity and the normal circulation of abdominal fluid influence where cells and mucin collect,
specialists often see heavier disease burden in certain areas—such as the pelvis, around the liver, beneath
the diaphragm, and in spaces between loops of bowel.

Over time, even a slower-growing tumor can become a major problem. The issue is not just the biology of the
cells but also the physical build-up of mucin throughout the abdomen. This gradual accumulation is part of
why some patients do not feel very ill at first, yet may later need complex surgery to remove widespread
disease.

A simple way to think about it

Many patients find it helpful to think of PMP as a disease that behaves more like a condition of distribution
and accumulation within the abdomen than like a typical fast-moving blood-borne cancer. That does not
make it harmless. It simply means the pattern of spread is different, and therefore the treatment approach is
different too.

4. Common Symptoms and Diagnosis

One of the most challenging parts of PMP is that the earliest symptoms are often vague. Many patients do
not have dramatic warning signs at first. Instead, they may notice subtle or gradually worsening changes
such as abdominal fullness, bloating, increased waist size, or feeling full quickly when eating.

Common symptoms reported in medical literature include abdominal pain or pressure, increasing

abdominal girth, early satiety, digestive changes, nausea, changes in bowel habits, hernias, and in some

cases bowel obstruction. Some patients are diagnosed after what initially appears to be appendicitis. Others
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are diagnosed unexpectedly when surgery is performed for a hernia, ovarian mass, abdominal distention, or
another abdominal problem.

Because the disease may grow slowly, symptoms can build gradually. Patients sometimes describe realizing
in hindsight that they had been accommodating symptoms for a long time—eating smaller meals, feeling
uncomfortably full, or noticing clothing fit differently—before anyone connected those changes to a rare
appendiceal tumor.

Diagnosis usually involves a combination of imaging, pathology, and specialist review. CT scans are
commonly used to evaluate mucin and disease distribution in the abdomen. MRI may be helpful in selected
cases. Blood tests such as CEA, CA 19-9, and CA-125 may also be checked. These tumor markers do not
diagnose PMP on their own, but they can provide useful information for evaluation and follow-up.

Ultimately, the most important part of diagnosis is expert pathology and specialist interpretation. Because
appendiceal tumors and PMP can be complex, many patients benefit from having pathology reviewed by a
center experienced in these diseases.

Symptoms patients commonly mention before diagnosis

e Gradually increasing abdominal size or bloating

e Abdominal pain, pressure, or a sense of heaviness

e Feeling full quickly or eating less because of fullness

e Nausea, constipation, or bowel changes

e New or worsening hernias

e Unexpected findings during surgery for appendicitis or another abdominal condition

5. Why PMP Is Sometimes Misdiagnosed

PMP is commonly not recognized right away—not because patients have done anything wrong, but because
itis rare and often imitates much more common abdominal conditions. Symptoms may look like
appendicitis, ovarian cysts or masses, abdominal fluid build-up, digestive disorders, irritable bowel
symptoms, or generalized bloating.

Some literature clearly shows that diagnosis is often delayed, or only clarified after surgery. In some series,
only about one-quarter of patients were thought to have PMP before their initial operation. Other studies
have shown that a meaningful percentage of patients first present with what appears to be appendicitis,
gastrointestinal obstruction, or an incidental surgical finding.

Itis important to be careful when quoting a single “misdiagnosis percentage,” because there is not one
universally accepted number across all studies. What can be said honestly is that delayed or initially
incorrect diagnosis is common enough that it is a well-recognized challenge in PMP care.

This is one reason second opinions, specialist referrals, and pathology review can be so valuable. Rare
diseases are sometimes best understood only after someone with focused experience reviews the full
picture.

Why this matters

If your first explanation did not seem to fit what was later found, you are not alone. Many PMP
patients reach their diagnosis only after several steps, additional imaging, surgery, or referral to a
specialist center.
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6. Types and Grades of Appendix Tumors

Not all appendix tumors are the same, and not all PMP behaves the same way. The pathology report helps
tell your medical team whether the tumor appears low grade, high grade, or more aggressive in its features.
This information is one of the most important predictors of prognosis and treatment planning.

You may hear terms such as LAMN (low-grade appendiceal mucinous neoplasm), HAMN (high-grade
appendiceal mucinous neoplasm), mucinous adenocarcinoma, signet ring cell carcinoma, or goblet cell
tumors. These terms describe different tumor types or behaviors and help specialists estimate how likely the
disease is to recur or progress.

Specialists may also use the PSOGI classification for PMP, which includes categories such as acellular
mucin, low-grade mucinous carcinoma peritonei, high-grade mucinous carcinoma peritonei, and high-grade
disease with signet ring cells. These terms can sound intimidating, but they are essentially tools used to
describe how active or aggressive the tumor cells appear under the microscope.

A patient-friendly overview of common terms
Term What it generally means

A low-grade appendiceal mucinous neoplasm.
LAMN Often slower growing and commonly associated
with low-grade PMP.

A high-grade appendiceal mucinous neoplasm.

HAMN More aggressive cell features than LAMN.

A cancer arising from the appendix that may behave

Mucinous adenocarcinoma . .
more aggressively than low-grade disease.

A rare subtype generally associated with more

Signetring cell disease . . . .
aggressive biology and a more serious prognosis.

Mucin without identifiable tumor cells. Often
Acellular mucin associated with a more favorable outlook than
cellular disease.

In general, low-grade disease tends to grow more slowly and is often associated with better long-term
outcomes after successful treatment. High-grade disease, signet ring cell disease, and some
adenocarcinomas may behave more aggressively and may require broader treatment planning.

7. How PMP Progresses

PMP usually progresses by continuing to distribute mucin and tumor deposits within the abdomen and
pelvis. As that material accumulates, it can crowd the organs and interfere with their normal function. This
means the disease can become serious even when itis not spreading through the bloodstream in the way
many people associate with cancer.

Over time, progression may lead to worsening abdominal distention, increasing discomfort, early satiety,
reduced nutritional intake, bowel dysfunction, bowel obstruction, and general decline in strength and quality
of life. Patients can also develop increasing fluid in the abdomen (ascites) or recurrent hernias due to
abdominal pressure.
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Disease progression is not the same for every patient. Low-grade disease may move more slowly, while high-
grade or signet ring cell disease can progress more quickly and may carry a higher risk of recurrence after
treatment. The amount of disease present in the abdomen, often described using the Peritoneal Cancer
Index (PCI), also influences how complex treatment may be. (You can find the document ‘Understanding the
Peritoneal Cancer Index (PCI’) on our website, in the PMP Library.)

Why early specialist evaluation matters

Even when symptoms are not severe, a specialist can help determine whether the disease appears
resectable, whether additional testing is needed, and how urgent treatment planning should be. Early
evaluation does not always mean immediate surgery, but it does help patients avoid drifting without a clear
plan.

8. Treatment Options and Prognosis

Treatment for PMP depends on several factors, including the pathology or tumor grade, how much disease is
presentin the abdomen, whether a complete or near-complete cytoreduction appears possible, and the
patient’s overall health and goals of care.

For many patients with resectable disease, the main treatment is cytoreductive surgery (CRS) with HIPEC
(heated intraperitoneal chemotherapy). This approach aims to remove visible disease and treat microscopic
disease within the abdomen during surgery. Modern guidelines strongly support CRS and HIPEC for
resectable peritoneal pseudomyxoma when performed by experienced teams.

Not every patient is a candidate for CRS and HIPEC. In some cases, disease may be too extensive, the bowel
may be too heavily involved, the tumor biology may be especially aggressive, or the patient’s overall health
may make such a major operation unsafe. When complete cytoreduction is not feasible, doctors may
consider debulking surgery to reduce tumor burden and symptoms, systemic therapy in selected cases, or a
supportive care plan tailored to the patient’s needs.

Systemic chemotherapy has a more limited and sometimes debated role in treating PMP. It is generally not
routinely used for clearly resectable low-grade disease, but it may be considered more often for high-grade
disease, signet ring cell disease, or unresectable cases. Some patients may also undergo molecular testing
or genomic profiling to look for targetable mutations or research opportunities.

Understanding prognosis in a kind and honest way

One of the first questions many newly diagnosed patients ask is, “What does this mean for my life
expectancy?” That is a very understandable question, but with PMP the answer depends heavily on
pathology, the amount of disease, whether surgeons can achieve complete or near-complete cytoreduction,
and whether the disease comes back after treatment.

In some studies, low-grade disease after successful CRS/HIPEC has shown five-year survival above 90%.
High-grade disease has shown broader ranges—often around 50% to 75% depending on pathology and
completeness of surgery. Signet ring cell disease is usually more serious and may be associated with shorter
survival. Patients who cannot undergo complete cytoreduction generally have a more limited outlook than
those whose disease can be surgically cleared.

The most honest and compassionate summary is this: PMP is serious, but it is not hopeless. Many
patients—especially those with low-grade disease treated at experienced centers—live for years after

Guided Path TCS | PMP Patient Handbook | Page 7



diagnosis and treatment. Your own care team is in the best position to help interpret what the
published data means for your specific case. For more detailed information about the treatments
discussed here, as well as updates on new and emerging therapies, please visit the PMP Library on our
website

About statistics

Survival statistics describe groups of patients treated in the past. They cannot predict exactly what
will happen for one individual person. Your pathology, PCl score, surgical outcome, general health,
and treatment team all matter.

9. Cytoreductive Surgery and HIPEC Explained

Cytoreductive surgery, often called CRS, is a specialized operation designed to remove visible tumor and
mucin from the abdominal cavity. Depending on the extent and location of disease, this may involve
removing tumor from the peritoneal lining and, in some patients, removing or partially removing affected
organs or structures such as portions of bowel, the omentum, spleen, ovaries, gallbladder, or other involved
tissue.

HIPEC stands for Hyperthermic Intraperitoneal Chemotherapy. After visible disease has been removed, a
heated chemotherapy solution is circulated within the abdomen during the operation. The goal s to treat
microscopic tumor cells that may remain on abdominal surfaces after surgery. The chemotherapy agent
used and the method of delivery can vary by center and surgeon.

CRS and HIPEC is considered one of the most complex operations in surgical oncology. It is long,
detailed, and physically demanding to recover from, which is why experience matters so much. Not every
operation ends with HIPEC; sometimes surgeons discover during the procedure that the disease is too
extensive or that a complete or meaningful cytoreduction is not possible. That possibility is one reason
patients often ask surgeons in advance how often operations are aborted and what factors usually drive
those decisions.

Even though the procedure sounds intimidating, many patients feel more at ease when they understand why
itis done. The purpose is not simply to perform a large surgery. The purpose is to remove as much disease as
possible in a disease that largely lives inside the abdomen, and to do so in a way that offers the best chance
for longer-term control.

Questions patients often ask about CRS/HIPEC
How long does surgery take? It varies widely depending on the extent of disease and the organs involved.
Many procedures last several hours, and some take much longer.

How long is the hospital stay? A typical stay may be around 7 to 14 days, but this varies. Some patients
recover faster and some need longer support.

Will everyone get HIPEC? No. HIPEC is usually used when the surgeon is able to achieve an appropriate
surgical result and the patient’s situation makes HIPEC part of the planned treatment.

Is recovery immediate? No. Recovery is gradual and often unfolds over weeks to months, with strength and
appetite returning over time.
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10. Choosing the Right Specialist

Because PMP is rare, many patients benefit from seeking care from physicians and institutions with focused
experience in appendix cancer and peritoneal surface malignancies. A doctor can be an excellent general
oncologist or surgeon and still have very limited exposure to this specific disease. That is why asking about
experience is not rude—it is a very appropriate part of informed decision-making.

Research cited by advocacy organizations and specialist groups has emphasized that the learning curve for
CRS/HIPEC is substantial. Some studies suggest surgeons may reach the peak of their learning only after
performing well over 100 to 200 of these procedures. Some highly experienced specialists have performed
many hundreds or even more than a thousand over their careers.

Patients often consider both the individual surgeon’s experience and the institution’s experience. A
seasoned operating room team, anesthesiology team, ICU team, nursing staff, and multidisciplinary cancer
program all contribute to the quality of care surrounding a major operation like CRS and HIPEC.

In addition to a surgical oncologist, many patients also meet with a medical oncologist. Surgical oncologists
and medical oncologists play different but complementary roles. The surgeon focuses on the feasibility and
execution of CRS/HIPEC, while the medical oncologist focuses on systemic therapy, molecular testing,
surveillance, and broader cancer treatment planning when needed.

Second opinions are common and appropriate in PMP care. Many patients feel more confident after hearing
from two or three recognized specialists, especially if recommendations differ or if they are trying to decide
whether surgery is realistic.

What to look for in a specialist

e Asurgeonwho regularly performs CRS/HIPEC

e Aninstitution experienced in peritoneal surface malignancies and appendix cancer

e Openness to questions about outcomes, complication rates, and treatment philosophy

e Clear communication and a willingness to explain why a particular plan is being recommended

11. Questions to Ask Your Surgeon or Oncologist

The following worksheet-style questions are adapted into patient-friendly language from guidance
developed by the ACPMP community. They are organized to help patients compare specialists, understand
treatment philosophy, and take notes during consultations. You do not have to ask every question in one
visit, but having them available can make conversations more productive.

Questions for a Surgical Oncologist: experience and center expertise
1. Canyou tell me about your training, fellowship background, research interests, and specific experience
treating appendix cancer, PMP, or other peritoneal surface malignancies?

Notes:

2. s this institution well known for treating rare cancers or complex abdominal cancers?

Notes:

3. Approximately how many cytoreductive surgeries have you performed in total?

Notes:
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4. Ofthose surgeries, about what percentage were performed by you as the primary attending surgeon?

Notes:

5. Over how many years have you been performing CRS procedures?

Notes:

6. What percentage of your CRS cases—and your institution’s CRS cases—have been for appendix cancer
or PMP specifically?

Notes:

7. Hasyourinstitution performed at least roughly 130 or more CRS procedures for appendix cancer/PMP or
similar peritoneal surface malignancies?

Notes:

8. Do most of the current operating room and support staff regularly participate in CRS/HIPEC cases?

Notes:

Questions for a Surgical Oncologist: HIPEC approach
9. In aboutwhat percentage of your CRS procedures do you use HIPEC?

Notes:

10. Which HIPEC drugs do you typically use, and why do you favor those agents?

Notes:

11. Do you use an open or closed HIPEC technique, and what is your reason for that preference?

Notes:

12. Have you used a different HIPEC technique at another institution or at another time in your practice?

Notes:

13. Do you use intraperitoneal chemotherapy only during surgery, or do you sometimes continue early
postoperative intraperitoneal chemotherapy (EPIC) afterward?

Notes:

14. What factors guide your decision to use or not use EPIC?

Notes:

Questions for a Surgical Oncologist: how you decide on surgery
15. What types of patients do you typically operate on in terms of age, general fitness, and disease burden,
and how might those factors affect my own expected outcome?

Notes:

16. What is the current waiting time to schedule surgery at your center?

Notes:

Guided Path TCS | PMP Patient Handbook | Page 10



17. How do you decide whether someone with my diagnosis—such as LAMN, HAMN, mucinous
adenocarcinoma, signet ring cell disease, or goblet cell tumors—should have surgery?

Notes:

18. How many days do your patients typically stay in the hospital after surgery?

Notes:

19. Do you use a standard timeframe for discharge, or do you base it on milestones such as walking, bowel
function, pain control, and eating?

Notes:

20. What complications most commonly lead to a longer hospital stay?

Notes:

21. How long does CRS/HIPEC usually take in your hands, and do you expect my operation to take about
that long?

Notes:

22. If my surgery may take more or less time than average, what factors in my case are driving that estimate?

Notes:

23. How often do you enter the operating room planning CRS/HIPEC and then have to stop or change the
plan?

Notes:

24. What is the most common reason that happens?

Notes:

25. What features in my own case might make a complete surgery and HIPEC more or less likely?

Notes:

Questions for a Surgical Oncologist: outcomes, chemotherapy, and testing
26. Do you or your institution provide de-identified statistics that show how prior patients have done after
surgery, including complications and long-term outcomes?

Notes:

27. What are your disease-free or long-term survival outcomes for patients with tumor types similar to mine?

Notes:

28. How does your treatment recommendation compare with recommendations from other specialists, and
why might it differ?

Notes:

29. What is your philosophy about using systemic chemotherapy before surgery, after surgery, both, or not
atall?
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Notes:

30. About what percentage of your patients receive chemotherapy before or after CRS/HIPEC?

Notes:

31. Have you seen patients who were not initially eligible for surgery become eligible after systemic
treatment?

Notes:

32. Which systemic chemotherapy regimens do you most often recommend for patients with my disease
type, and why?

Notes:

33. Do you recommend other therapies such as targeted therapy or immunotherapy in selected cases, and
what evidence supports that approach?

Notes:

34. Do you recommend chemosensitivity testing, and if so, which tests or laboratories do you use?

Notes:

35. Do you recommend molecular testing of tumor tissue, circulating tumor DNA testing, or genetic testing
to identify targetable mutations or precision medicine options?

Notes:

Questions for a Medical Oncologist
36. How many patients with appendix cancer or PMP have you treated, and how many were under your care
as the primary oncologist?

Notes:

37. How many years have you been treating patients with appendix cancer or PMP?

Notes:

38. Is your institution especially experienced in rare cancers or specialty abdominal cancers?

Notes:

39. What patient characteristics—such as age, fitness, pathology, or disease extent—most affect your
treatment recommendations and expected prognosis?

Notes:

40. What is the current waiting time to begin treatment?

Notes:

41. How do you decide which patients with my diagnosis should receive systemic therapy?

Notes:
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42. Do you or your institution provide de-identified outcome statistics for patients like me?

Notes:

43. How do your treatment recommendations compare with those of other specialists | may see?

Notes:

44. What is your philosophy about chemotherapy before and/or after CRS/HIPEC?

Notes:

45. Which regimens do you typically use for my tumor type, and what are the main reasons you choose
them?

Notes:

46. Do you use targeted therapy, immunotherapy, or clinical trials for selected appendix cancer patients?

Notes:

47. Do you recommend molecular, genetic, or circulating tumor DNA testing, and how would those results
influence treatment?

Notes:

12. Preparing for Surgery

Preparing for CRS and HIPEC is not only a medical process—it is also a practical and emotional one. Many
patients feel calmer when they know what they can do ahead of time to make the hospital stay and early
recovery smoother.

Before surgery, your team may order additional imaging, blood work, heart or lung testing, nutritional
evaluation, and meetings with anesthesiology or other specialists. These steps are designed to understand
your baseline health and prepare you as safely as possible for a major operation.

At home, preparation often includes arranging transportation, planning for help with meals and chores,
identifying who will receive updates during surgery, and preparing a comfortable recovery space for when
you return home. If you live alone, this planning becomes especially important.

Many patients also find it helpful to prepare a small notebook or folder with their questions, medications,
pathology reports, scan summaries, and contact information for key members of the care team.

Suggested hospital packing list

e Comfortable loose clothing for discharge

e Slip-onshoes

e Lip balm and unscented lotion

e Aphone charger with a long cord

e Asmall notebook for questions and updates

e Glasses, hearing aids, or other personal essentials

e Photos, music, or small comfort items that help you feel grounded
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Planning for help at home

e Arrangerides to follow-up appointments

e Askfor help with groceries, meals, pets, or childcare if needed

e Setup aplace torest where you can get in and out of bed or a chair comfortably

o Keep frequently used items nearby so you do not have to bend or reach often in early recovery

You can use available online systems to keep your circle of support updated on your progress post-surgery.
These tools can be helpful with easily notifying everyone at the same time on your progress, they also allow
for scheduling of things like meals, rides to appointments, etc. They can also be used as a point of support,
allowing family and friends to send words of encouragement. We have listed a couple of these tools below:

Caring Bridge (caringbridge.org) — a widely used 501¢3 nonprofit platform where you can create a
private, ad-free personal website. It serves as a central hub for posting health journals, milestones,
and photos to keep everyone informed at once. It includes a ‘support planner’ to coordinate tasks
like meal deliveries or rides to medical appointments.

Cancer Support Community’s - MyLifeLine (mylifeline.org) - MyLifelLine easily connects cancer
patients and caregivers with friends and family. By creating a private website, the goal is to help you
find hope, regain control, document your journey, and receive social, emotional, and practical
support from friends and family throughout the treatment process and beyond.

13. Hospital Stay and Early Recovery

After CRS/HIPEC, many patients spend time in a specialized recovery area or intensive care unit before
transferring to a surgical floor. This can sound alarming, but it is often simply part of routine monitoring after
a long and complex operation.

In the first days after surgery, the care team watches closely for pain control, bowel function, fluid balance,
signs of infection, nutrition, and mobility. You may have tubes, drains, IV lines, and a catheter for a time.
Your team will gradually remove these as recovery progresses.

Many patients are surprised by how slow the first few days can feel. Thatis normal. Early recovery often
focuses on very basic but important goals: sitting up, standing, walking short distances, getting the bowels
moving again, controlling nausea, and slowly restarting oral intake.

A hospital stay of about 7 to 14 days is common, but recovery timelines vary. Some patients go home earlier;
others need additional days because of bowel recovery, weakness, infection concerns, electrolyte issues, or
other complications.

Common milestones after surgery

e Pain controlled well enough to move and rest

o Walking with assistance and then more independently

o Passing gas or evidence that bowel function is returning

e Advancing from liquids to more substantial nutrition as tolerated

e Stable vital signs and fluid balance

e Asafe plan for discharge, transportation, medications, and follow-up
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14. Recovery at Home

Going home is a major milestone, but it does not mean recovery is finished. Most patients describe recovery
after CRS/HIPEC as gradual. Energy often returns in small pieces. Appetite may remain reduced for a while,
and some days will feel better than others.

Itis common to have fatigue, abdominal soreness, changes in bowel habits, and limited stamina for several
weeks. Short walks, rest periods, good hydration, and following the instructions from your surgical team
usually matter more than trying to “push through” too quickly.

Patients often improve over the first four to eight weeks, though full recovery may continue for several
months. Follow-up appointments may include incision checks, pathology review, medication adjustments,
activity guidance, tumor markers, and later imaging.

Itis important to call your medical team if you develop fever, uncontrolled pain, persistent vomiting, inability
to keep fluids down, worsening abdominal distention, trouble breathing, drainage concerns, or anything else
that feels significantly wrong.

Helpful recovery tips patients often share

e Take recovery one day at a time; progress is rarely perfectly linear

e Accept help with meals, errands, household tasks, and transportation

o Use a pillow for abdominal support when coughing, sneezing, or riding in the car if recommended by
your team

o Keep a simple log of medications, bowel movements, oral intake, and symptoms if it helps you feel
organized

o Rest without guilt—major surgery requires time and energy to heal from

15. Nutrition and Healing

Nutrition is an important part of recovery before and after CRS/HIPEC. Before surgery, your team may
encourage you to focus on maintaining weight, staying hydrated, and building strength with adequate protein
and balanced meals.

After surgery, the digestive system may need time to wake up and adjust. Itis very common to feel full
quickly, prefer smaller meals, or have temporary changes in bowel habits. Many patients do best with
smaller, more frequent meals rather than trying to eat large meals right away.

Protein is especially important for healing. Depending on your care team’s guidance, this may include lean
meats, eggs, yogurt, protein drinks, beans, or other tolerated foods. Hydration matters too, especially if
appetite is low or bowel function is changing.

If eating is difficult, ask whether a dietitian is available. Nutrition supportis not a sign that you are
failing—itis part of good postoperative care.

Gentle nutrition tips for early recovery

e Start with smaller portions and eat more often

e Choose soft or easy-to-digest foods when appetite is limited
e Focus on protein and fluids

o Keep simple foods on hand for the days when energy is low
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e Askyourteam what bowel changes are expected and what should prompt a call

16. Emotional Support and Peer Mentoring

A PMP diagnosis affects more than the abdomen. It affects the whole person and often the whole family.
Fear, grief, uncertainty, frustration, and isolation are all common responses—especially because PMP is
rare and many people in a patient’s everyday life may never have heard of it.

Peer support can be especially meaningful in rare disease. Speaking with someone who has already gone
through specialist consultations, surgery, recovery, or surveillance can provide practical reassurance in a
way that even excellent medical care sometimes cannot. It helps to hear, “l know this is hard, and | have
stood where you are standing.”

Emotional support can come in many forms: peer mentoring, support groups, counseling, faith or
spiritual care, trusted friends, or simply one reliable person who listens without trying to rush you.
There is no single correct way to cope.

For caregivers and loved ones, support matters too. They often carry fear and fatigue alongside the
patient, and they may benefit from their own outlets for information and encouragement.

Support matters
Needing support does not mean you are weak. It means you are human and moving through
something difficult. Asking for emotional support is part of caring for yourself.

17. A Typical PMP Care Timeline

Step 1: Initial diagnosis — Symptoms, imaging, or surgery raises concern for appendiceal tumor or PMP.
Patients begin gathering records and learning the basics.

Step 2: Specialist consultation — A surgical oncologist and sometimes a medical oncologist review
imaging, pathology, tumor markers, and overall health.

Step 3: Treatment planning — The team discusses whether CRS/HIPEC appears feasible, whether more
testing is needed, and whether chemotherapy or additional consultation is appropriate.

Step 4: Pre-operative preparation — Testing, logistics, travel arrangements, nutrition planning, and support
planning take place before surgery.

Step 5: Surgery and hospital recovery — CRS/HIPEC is performed if appropriate, followed by intensive
monitoring and gradual postoperative milestones.

Step 6: Recovery at home — Energy, appetite, strength, and confidence return slowly over time with follow-
up care and support.

Step 7: Long-term monitoring — Scans, tumor markers, and appointments help monitor for recurrence and
guide ongoing care.
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18. My PMP Diagnosis Worksheet

Bring this page to appointments and fill it in with your care team if helpful.

Item My information

Date of diagnosis

Treatment center / hospital

Primary surgical oncologist

Medical oncologist

Pathology review center (if different)

Tumor type / diagnosis

Tumor grade

PCI score (if known)

CEA

CA19-9

CA-125

Topic Notes

Recommended treatment plan

Is CRS/HIPEC recommended?

Questions | still need answered

Second opinion(s) | want to seek

People helping me during treatment
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Organizations/resources supporting
me

19. What | Wish | Knew When | Was First Diagnosed

When | was first diagnosed with PMP, | did not know the language, the timeline, or what treatment might
really feel like. Looking back, one of the biggest things | wish | had known is that | did not need to understand
everything immediately. The first days after diagnosis can feel like a blur, and it is okay if learning happens
gradually.

I also wish | had known how much the right specialist matters. Because PMP is rare, experience is not a
small detail—it can shape the entire course of care. Seeking expert opinions is not being difficult. It is a wise
and reasonable part of caring for yourself.

I wish | had known that it is okay to ask the same question more than once. Medical conversations can move
quickly, especially when people are trying to be helpful. But when you are scared or overwhelmed, even
simple information can be hard to absorb the first time.

Most of all, | wish | had known that the feeling of being alone would not last forever. Rare disease can be
isolating, but there are people who understand. There are patients, survivors, caregivers, and advocates who
know what it is like to walk into a room and explain PMP for the first time. Connection makes a real
difference.

There is still room for hope. Hope does not mean pretending this is easy. It means believing there can still be
guidance, support, good care, meaningful days, and forward movement even in the middle of uncertainty.

20. Additional Resources for Patients

Patients often benefit from gathering information from a small number of reputable sources rather than
searching endlessly online. The best resources usually include specialist centers, rare cancer advocacy
organizations, and patient support communities that focus specifically on appendix cancer and PMP.

You may wish to ask your medical team for recommendations of trusted centers, surgeons, patient
organizations, and support groups. If you are considering a second opinion, ask whether your imaging discs,
pathology slides, and operative reports can be sent in advance so the next center can review them
thoroughly.

Guided Path TCS exists to help individuals and families facing rare and complex appendix cancers through
patient navigation, peer support, practical assistance, and trusted information. Depending on your needs,
support may include helping you organize questions for appointments, locating additional resources, or
connecting you with others who understand the journey.

Helpful resource type Examples to ask about

Specialist-finder tools Appendix cancer and PMP advocacy organizations

Patient support communities Peer mentoring groups, rare cancer forums,
disease-specific nonprofits
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Medical records support Hospital medical records departments, pathology
review services, imaging transfer processes

Recovery support Dietitians, social workers, counselors, local and
national support organizations

21. Medical References and Sources

The educational content in this guide draws on publicly available medical literature, consensus recommendations, and patient-
education materials about pseudomyxoma peritonei (PMP), appendiceal tumors, cytoreductive surgery, and HIPEC. The references
below are included for transparency and may be placed in smaller print in the final formatted version.

Carr NJ, Cecil TD, Mohamed F, et al. A consensus for classification and pathologic reporting of pseudomyxoma peritonei and
associated appendiceal neoplasia.

Chua TC, Moran BJ, Sugarbaker PH, et al. Early- and long-term outcome data of patients with pseudomyxoma peritonei from
appendiceal origin treated by cytoreductive surgery and hyperthermic intraperitoneal chemotherapy.

PSOGI (Peritoneal Surface Oncology Group International) consensus statements and classification guidance for pseudomyxoma
peritonei and appendiceal mucinous neoplasms.

Population-based incidence and prevalence studies of pseudomyxoma peritonei from European registries and referral-center
literature.

Peer-reviewed reviews and treatment summaries published in journals including Journal of Clinical Oncology, Annals of Surgical
Oncology, European Journal of Surgical Oncology, and Cancers.

Publicly available patient guidance from the ACPMP Research Foundation and PMP Pals used to help shape patient-friendly
explanations and specialist question prompts.
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