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Patient Input Template for CADTH Reimbursement Reviews 
 
Name of Drug: Durvalumab, olaparib, carboplatin, paclitaxel 
Indication: Durvalumab in combination with carboplatin and paclitaxel is indicated for the first-line treatment of adults with 
primary advanced or recurrent endometrial cancer who are candidates for systemic therapy, followed by durvalumab in 
combination with olaparib in endometrial cancer that is mismatch repair proficient (pMMR). 
Name of Patient Group: Colorectal Cancer Resource & Action Network (CCRAN) in collaboration with the Canadian Cancer 
Survivor Network (CCSN) and HPV Global Action. 
Author of Submission: Cassandra Macaulay, Deputy Chief Research Officer, CCRAN 

1. About Your Patient Group 
CCRAN is a national, not-for-profit patient advocacy group championing the health and wellbeing of Canadians touched by 
colorectal cancer and others at risk of developing the disease, by providing support, education and advocacy to help improve 
patient outcomes by way of longevity and quality of life. CCRAN has expanded its mandate to serve cancer patients outside of 
the colorectal cancer space through its health technology assessment (HTA) patient evidence submissions, educational events 
and advocacy initiatives. It collaborates with other tumour type patient advocacy groups to help achieve its expanded mandate 
because, collectively, it can achieve far more than it could working in silos.  (www.ccran.org) 

 

2. Information Gathering 
To help capture the advanced and recurrent endometrial cancer patient perspective for this submission, CCRAN reached out 
to 12 Canadian trial investigators and/or clinicians via email to request their assistance identifying patients who had/have 
experience with durvalumab in combination with carboplatin and paclitaxel in the mismatch repair deficient 
(dMMR)/microsatellite instability-high (MSI-H) disease state, and durvalumab in combination with carboplatin and paclitaxel, 
followed by olaparib in mismatch repair proficient (pMMR)/microsatellite stable (MSS) molecular subtype patient populations. 
The email contained a patient recruitment poster (APPENDIX A) which clinicians could share with patients or their caregivers 
who may be willing to participate in a telephone interview to provide their lived experience with not only the therapy under 
review, but their cancer diagnosis, treatment journey and endometrial cancer journey in general. Each clinician was sent an 
initial email with subsequent follow up emails, from September 13th 2024 through to the time of writing. Canadian clinicians 
overwhelmingly identified a lack of patients who had accessed this therapy in Canada, and articulated frustrations that the 
clinical trial was conducted as a double-blind study making it difficult to accurately identify patients who had accessed the 
therapy to help inform this review. 

An additional outreach plea was also made on October 1st 2024 to 17 U.S.-based clinician investigators who participated in 
the DUO-E clinical trial via email, as well as to the Society of Gynecologic Oncology and Gynecologic Cancer Initiative. HPV 
Global Action engaged several Medical Advisors and additional partners in an effort to identify patients who had/have 
experience with the therapy under review.  

The clinician outreach efforts resulted in two telephone interviews with MSS endometrial cancer patients who experienced 
complete response during the DUO-E clinical trial and were encouraged by their clinicians to provide feedback for this 
submission, the transcripts of which can be found in APPENDIX B. 

A social media outreach campaign (APPENDIX C) and email blast campaign was shared within CCRAN, CCSN, and HPV 
Global Action’s networks, from September 15th to October 20th, 2024.  CCSN produced an endometrial cancer patient 
experiences survey, which was circulated by both CCSN and CCRAN from October 9th through October 22nd, but 
unfortunately, no responses were received.  Hence, earlier data from a previous endometrial cancer survey which was released 
on October 26, 2023, and closed on November 8, 2023 (APPENDIX D) was utilized to inform this submission in respect of 
the disease experience and the experience with previously available treatments. 

Identifying the patient perspective proved, as anticipated, to be incredibly difficult, hence, CCRAN also undertook an in-depth 
search of white literature, social media, and patient story blogs in an attempt to identify feedback regarding the disease 
experience and the therapeutic under review, which resulted in four additional patient perspectives which have been captured 
in this submission. 
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These extensive outreach efforts resulted in two telephone interviews with Canadian endometrial cancer patients who accessed 
the DUO-E trial, four patient experiences shared through blogs or social media, one of whom had experience with the therapy 
under review (APPENDIX E), and the six responses from the CCSN 2023 endometrial cancer patient survey. The sources of 
data are described in APPENDIX F. 

 

3. Disease Experience 
As the only cancer type exclusively diagnosed in individuals assigned female at birth, gynecological cancers are plagued with 
inequities including chronic underfunding in research and treatments (NYSTF, 2022; Nature, 2023).  This underinvestment is 
part of a broader issue affecting women's health in general (Nature, 2024). Within the umbrella of gynecological cancers, 
endometrial cancer is the most prevalent, primarily affecting post-menopausal women. The incidence of the disease is rising 
sharply (Baker-Rand & Kitson, 2024; CCS, 2024), likely in part due to our aging population and increasing comorbidities. 
Alarmingly, despite rapid advancements in the oncology space, endometrial cancer is one of the few cancers wherein mortality 
rates are actually increasing (ACS, 2024; CCS, 2024); further emphasizing the urgent need for our society, and this committee, 
to direct efforts and funding to research and treatment options for this pathology. The increasing rates of mortality may 
disproportionately impact women of colour, as evidence is demonstrating in the United States (ACS, 2024), though limited race-
related health data in Canada complicates assessments in the Canadian context. 

Early-stage endometrial cancer is typically treated with surgery, sometimes alongside chemotherapy, hormone therapy or 
radiation, to improve outcomes. However, in recurrent or metastatic disease, treatment options are limited, and the overall 
prognosis is quite dismal, as access to new therapeutics for the management of endometrial cancer has been rather stagnant 
for decades.  

Symptoms of endometrial cancer often present as vaginal bleeding in the post-menopausal setting, as experienced by both 
patients interviewed (Patient A and Patient B), and can range from spotting to significant bleeding. Patient F also recollects 
“in sharp detail, waking up hemorrhaging, the ambulance ride to the hospital, the cold delivery of the news that it 
looked like cancer…”.  In pre-menopausal women, like Patient C, symptoms can be subtler – such as “an abnormal period” 
or other abnormal vaginal bleeding. While abnormal vaginal bleeding is the most common symptom in both age groups, and 
experienced by more than 90% of women with endometrial cancer, individuals may also experience abnormal vaginal 
discharge, difficulty or pain with urination, pain during sexual intercourse, pelvic pain, or unexplained weight loss (MSK, nd). 
Patient B, a dedicated runner, noted, in retrospect, that she just wasn’t quite her usual, energetic, athletic self: “I’m a runner, 
I know I’m 72 now, but just before I was diagnosed, I did a virtual half marathon and I was disappointed in my time, so 
I did it again and my time was not good again. I blamed it on other things, but looking back I should have known.” 

Patient profiles further reveal the variability in endometrial cancer experiences:  

- Patient A was diagnosed with stage IVB MSS endometrial cancer at the age of 58, after significant post-menopausal 
bleeding for a year or more.  

- Patient B was diagnosed stage I MSS endometrial cancer at the age of 64 and was told following treatment that “it 
was only a 5% chance of recurrence, but 4.5 years later it came back.” 

- Patient C was diagnosed in 2018 with early-age onset stage III endometrial cancer and shared, “Apart from an 
abnormal period, which I tried to address immediately, I didn’t have any other symptoms. I’m not your typical 
age bracket or risk factor group. I’m not overweight, I wasn’t post-menopausal.” 

Patients D, E & F were identified through an online patient stories blog and detailed disease information is not known, however, 
their perspectives are being used to inform the endometrial cancer disease experience.  

Of note, Patients A & D both experienced synchronous secondary primary cancers (thyroid cancer and cervical cancer, 
respectively). 

A diagnosis of cancer is almost universally distressing often triggering intense emotions, such as fear, stress, and anxiety, and 
an existential crisis. Patient F described the terror that continued after she received the devastating news in the hospital, upon 
“going home and looking up the frightening statistics that accompany that diagnosis, and praying [her] kids wouldn’t 
do the same.”  

Patient B shares how receiving her diagnosis and learning of her subsequent recurrence shook her, and how her thoughts 
drifted immediately to the family she so dearly loves: “The first time, I was really upset. My grandson had just been born 
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and I wanted to make sure he got to know me. The second time around, my daughter-in-law this time was pregnant, 
and again I was like, ‘I can’t have cancer again, I have to get to know this grandchild.’” 

In the words of Patient E, endometrial cancer is an “awful and sometimes painful” experience. Patient B experienced severe 
pain during the period of time after her recurrence was detected, but prior to starting treatment, which ultimately required urgent 
surgery when “the tumour shifted and there was delay because of covid.  It went down into my groin while I was doing 
yoga, and I was in so much pain I ended up in emergency.”    

Upon learning their diagnosis, Patients A & B both shared that in the short-term, their immediate concern was how well they 
would be able to tolerate treatment, and in the long-term the most important aspect was their longevity. In Patient B’s words: 
“The biggest concern was going through chemo and then the other concern was how long I was going to live. I didn’t 
want to hang on for a year if I was going to be sick.”  Additionally, feelings of loneliness and isolation are common amongst 
women who experience endometrial cancer: 

“The most disappointing thing is I have never been able to connect with anyone with endometrial cancer.”  
– Patient B 

“I knew no one with endometrial cancer, despite the fact that it is the most common gynecologic cancer.  I had no idea 
where to even begin finding such a person.  The women who filled the chairs of the chemo suite every third Tuesday 
were battling right alongside me, but we were all too scared and pumped up on Ativan to be able to really talk to each 
other.” – Patient F 

The burden of cancer extends to the family and friends, as well as the social, community, and professional connections of the 
individual diagnosed with cancer. The weight of this burden disproportionately impacts women, who often experience distress 
related to the impact that their own diagnosis will have on their role as a caregiver to their children, grandchildren, and spouse, 
and to their household and employer: 

“Plus, my son is special needs, not severe, but this still added stress…” – Patient A 

“My husband, it was hard on him. We thought he had a heart problem, but the tests came back normal and we think it 
was just anxiety. I mentioned to my oncologist that I think my husband is having a harder time than me, and he said 
the husbands often have it bad.” – Patient B 

“How do I get through this? How do I take care of myself and my family?”  - Patient D, who is the caregiver for her 
disabled adult son, and needed to navigate not only her own diagnosis, but his care and treatment schedule as well. 

One caregiver who completed the endometrial cancer patient survey shared the issues they encountered as a caregiver to an 
endometrial cancer patient, namely: emotional drain, anxiety/worry, inability to plan ahead, feeling isolated, and feelings of 
helplessness. 

 

4. Experiences With Currently Available Treatments 
Patient A underwent a hysterectomy followed by carboplatin and paclitaxel prior to her enrollment in the DUO-E trial. She 
experienced an allergic reaction to both chemotherapeutics, which was managed with medications. She felt quite fortunate that 
the only side effect she experienced throughout her chemotherapy was fatigue. 
 
Patient B underwent a hysterectomy during her initial diagnosis, followed by incomplete surgical resection after her recurrence, 
and then carboplatin and paclitaxel in combination with durvalumab, with olaparib added to her treatment regimen following the 
completion of chemotherapy, as a part of the DUO-E trial. As a result of chemotherapy, Patient B experienced hair loss and a 
drop in her neutrophil count, and the impact of her chemo-induced immune suppression was further exacerbated due to the 
pandemic: “It was really difficult because COVID restrictions were still in place. My son-in-law refused to get the 
vaccine. I was really limited to see my daughter…. We couldn’t go out, all the groceries were online. It was a terrible 
time, and it complicated everything else.” 
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6. Experience With Drug Under Review 
Q20 – Q32 of APPENDIX B capture the responses of Patients A & B who participated in telephone interviews to share their 
presumptive experience with the drug under review through the DUO-E trial and APPENDIX E captures relevant social media 
posts describing Patient C’s experience with durvalumab through a clinical trial in Australia.  Remarkably, all patients 
experienced a complete response. 
 
Patient A accessed the therapeutic protocol (durvalumab in combination with olaparib) from March 2022 – April 2024. 
Patient B accessed the therapeutic protocol (durvalumab in combination with olaparib) beginning in December 2021 and 
remained on treatment through to the time of the interview. 
Patient C began treatment (durvalumab) in 2019 and celebrated her “two-year remission anniversary” in February 2024 
and was still on treatment at that time. 
 
Patients A & B both participated in the double-blinded DUO-E clinical trial and reached out to the author after being encouraged 
by their clinicians to provide feedback in response to the patient recruitment posters (APPENDIX A). The patients each 
identified the clinical trial through their physicians and were keen to participate. Both shared reliable indicators, suggesting that 
they did not receive the placebo, and achieved long-standing and complete response in the face of a deadly cancer for 
which a complete response from standard of care chemotherapy would be unexpected.  The author acknowledges that an 
assumption, though reasonably founded, has been made in the collection of this data for Patients A & B. In addition to achieving 
a complete and long-standing response, both patients expressed that though the trial was blinded, they had received indications 
that they were not in the placebo arm. For example, Patient A shared that “during the trial different parts of my bloodwork 
were reactive and the probable explanation was that I was not getting the placebo.  There were signs.”  
 
Targeted, precision therapeutics have revolutionized cancer care and are highly efficacious while maintaining a lower side 
effect profile when compared to their cytotoxic chemotherapeutic counterparts. Patient A shared that during her treatment she 
gratefully experienced minimal side effects related to fatigue: “Tired, exhausted. That’s it. Very lucky.” While Patient B 
experienced “muscle aches, weakness and fatigue” but when she started an exercise oncology program it relieved the 
muscle aches, which had been her primary complaint. 
 
Such minimal adverse effects of treatment significantly improve quality of life for endometrial cancer patients, permitting them 
to engage in meaningful activities in their lives. When asked to rate their quality of life while undergoing treatment, both patients 
rated their quality of life as 8 out of 10, with Patient A noting, “…and that’s only because of the tired, otherwise it would 
have been a 10.”  The therapeutic protocol was well tolerated by both interviewed patients, who only had to hold treatment 
upon diagnosis of a second primary or during an infection with COVID-19 (Patient A & B, respectively). 
 
Patients A & C were able to resume work while undergoing treatment, which is no small feat for a cancer patient undergoing 
systemic therapy. Not only did this allow them to contribute to society, but it brought meaning and economic stability to their 
lives.  Patient C has been able to engage in a fulfilling, active, young lifestyle during her durvalumab treatment: “I haven’t 
stopped working (apart from 7 weeks of post surgery recovery) and doing fun things and lucky I haven’t had too 
horrible side effects as other patients (and my heart and love goes to those that haven’t had it ‘easy’), I have wonderful 
friends and family and I’m fighting fit.” She posted online to celebrate her 40th birthday, a milestone that she shared her 
oncologist would not have expected her to achieve had she accessed chemotherapy: “This is 40. I bloody made it! …I’m 
grateful for the people in my life. I’m also grateful for my medical team at Peter Mac for getting me into REMISSION 
after a four-year shit show. I’m in a job I love and I’m surrounded by the most inspiring and wonderful souls that enable 
me to keep going.” 
 
Patient B was incredibly grateful to be able to re-engage meaningfully in her family and home life, sharing this had a positive 
impact on her mental health and wellness: “Once I was off chemotherapy my neutrophil level came back up, so I didn’t 
have to worry as much about being around people.  I could be around family and even go shopping. I think just being 
around people improved my mood.” 
 
Remarkably, Patient B was able to resume an active and adventurous travel lifestyle in her 70s while undergoing treatment 
with the therapeutic protocol for her locally advanced endometrial cancer, limited only by her treatment schedule: 
“During treatment we have travelled to Bhutan and Thailand, and then a few months later we were in South America 
and then we went to Mongolia.  I went riding a horse in Mongolia and it threw me off. I was grateful to have not broken 
a hip. [laughs]…. The hardest thing about the program is I can only be away 26 days, and we like to travel for 6 – 8 



 

 
 
PATIENT INPUT TEMPLATE CADTH Reimbursement Reviews 6 

weeks at a time, so we’re spending more in airfare.  Originally, I thought I would go off the program because of this 
restriction, but now there is no way!” 
 
When a patient feels well, and is tolerating treatment well, it improves quality of life not only for the patient, but for their caregiver 
and family as well – relieving the mental burden of their loved ones’ disease and permitting them the wonderful privilege of 
engaging with their loved one with some sense of ‘normalcy’: 
 
“I didn’t have symptoms or side effects, [so my son] didn’t have any reason to think about [my journey] very often. I 
wasn’t throwing up all the time or something very visible that I was sick, it was easier for him. It wasn’t in his face.  To 
the point that he was getting annoyed with me when I was tired, because otherwise it didn’t seem like I was sick.”           
- Patient A 
 
“My son is just like ‘mom’s fine’, she’s back to normal, so when it comes to babysitting my almost 3-year old grandson, 
we still take him when I’m not on my infusion days.” – Patient B 
 
Durvalumab is administered by intravenous infusion, and the administration and accompanying time in hospital is completed 
more quickly than traditional chemotherapy. “During chemo I was there all day and I came home and wouldn’t feel well 
that day or the next day, and the other drugs I had to take with it made me constipated. That doesn’t happen anymore. 
I go there now and it’s only an hour and a half. And I don’t get constipated any more.”  Olaparib’s oral dosing is highly 
desired by patients, saving time and costs associated with travel for both the patient and their caregiver, as well as the time 
and costs associated with the infusion time. Time is truly the most precious commodity a cancer patient can have, and any time 
spent feeling well and away from the hospital allows patients to, at least for a short while, disconnect with cancer, have it leave 
the forefront of their mind, and feel like their own unique self rather than simply ‘a patient’.  Time is valued by patients, and the 
therapeutic under review permits patients and their loved ones more time – both in terms of longevity, as well as time outside 
of their life as a ‘patient’. 
 

7. Anything Else? 
There is a significant and urgent unmet need for additional precision therapeutics in advanced or recurrent endometrial cancer 
in Canada. This unmet need is particularly dire for the MSS/pMMR endometrial cancer patient population wherein systemic 
treatment options have not advanced for decades. To further illustrate the unmet clinical need, the author shares a quote from 
a Canadian gynecological medical oncologist, which was referenced in a recent submission (Project Number: PC0381-000): 
“I maintain there is a huge unmet need for the MMRp and MSS endometrial cancer patient population. These patients 
do not have good, effective treatments once platinum resistance sets in. End of story. And significant loss of quantity 
and quality of life especially in women in their 50s and 60s who are primary caregivers to their children and parents 
and are contributing members of society and are still gainfully employed should be a primary concern. Making up 
about 70% of endometrial cancer patient population is the MMRp/MSS molecular subtypes and discussions should be 
left to the clinician and patient, with respect to the tolerance, toxicities, and efficacy of [immunotherapeutics] because 
these issues are discussed during the patient/oncologist consultation.” 
 
The patients referenced throughout this submission expressed immense gratitude to have availed themselves of access to the 
therapy under review through a clinical trial, as well as a desire for their own experiences to be able to help others and improve 
access to this life-changing therapeutic protocol. In their own words:  
 
“It’s a win-win.  The only disadvantage is having to go to the hospital, but the trial people gave me compensation for 
parking.  The positives far outweigh the negatives: No evidence of disease. No significant side effects. And helping 
myself and other people.” - Patient A  
 
“I’m very thankful that I am in the program and very pleased with all my results. I wouldn’t leave the program but on 
the other hand, its disappointing that the drugs aren’t more accessible to other people.” - Patient B  
 
“The oncologist said I wouldn’t be here today without this trial as there is no cure and the likelihood of spread is high. 
Forever grateful and I’m going to take every moment [and] savour life.” – Patient C 
 
When asked if durvalumab +/- olaparib should be made available to all patients who qualify for it, interviewed MSS endometrial 
cancer patients responded with a resounding, emphatic yes: 
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“Absolutely. 100%. If it’s appropriate and the oncologist says it could be effective, it’s a no-brainer that it should be 
another tool for the oncologist to use. The more tools that the oncologists have to do their jobs, the more chances 
that you are going to get a better outcome. Give them those tools to get the job done. They have tools to manage 
symptoms, give them more tools for healthier patients and better outcomes.” – Patient A 
 
“Yes, definitely. I want to say it works. Me, an unmedical person, looking at the results for 18 months, and looking at 
how few people are left in the control group.  I would say yes, it works, and I am thankful I can get them.” – Patient B 
 
A positive funding recommendation for durvalumab +/- olaparib would represent progress, and hope, in a cancer type 
that is under-supported and has derived little benefit from the advancements stemming from the new era of precision 
medicine within the Canadian treatment landscape. The DUO-E clinical trial’s inclusion of histologies which are less 
common in endometrial cancer is quite welcome, as all patients, regardless of having a women’s cancer, a rare histological 
presentation, or a difficult to treat biomarker status, desperately want and aptly deserve timely access to the best potential 
therapeutic options modern medicine can offer. Gynecological cancers, unique to those assigned female at birth, are plagued 
by inequities in respect of support, funding, and research advancement. Providing access to this drug will help to reduce this 
disparity, marking a step towards closing the gap in funding and equity for women’s health in Canada. 
 
Furthermore, gynecological cancers, impacting only those assigned female at birth, receive disparate funding and research, 
while women uniquely face the challenge and societal burden of being primary caregivers. Women facing cancer often times 
carry the psychological and mental burden of continuing their responsibilities as mothers, grandmothers, and wives, in addition 
to any paid professional obligations, while also battling a devastating disease.  When endometrial cancer patients are able to 
access therapeutics which are effective and convenient, with minimal side effects, such as durvalumab in combination with 
olaparib, it is not only the patient who benefits, but the many individuals she cares for, ultimately reducing the burden of cancer 
at a societal level. The gynecological medical oncologist referenced in the patient input submission for Project Number: 
PC0381-000 articulates this so well based on their extensive clinical experience: 
 
“There are two groups: the older group who are not well so they are trying to balance their own needs and trying to 
take care of their own spouses who are themselves not well because they have underlying conditions. And a younger 
patient group who are taking care of their parents and taking care of their own kids, so the stress of both ends is really 
difficult, the disruption is unbelievable. Women being the primary caretaker is unbelievable when they themselves are 
diagnosed with a critical illness. It is quite drastic. This is every conversation I have. It is unique taking care of women. 
I hear: ‘How am I supposed to do this?’!!” 
 
Durvalumab in combination with olaparib is an effective therapy, which is easy to administer and is well-tolerated by patients, 
providing women with the ability to re-engage in their lives, their communities, their families, and their work, and in some, look 
forward to a time beyond cancer.  The value and the benefits of this therapy are well in alignment with the perspectives, values, 
and hopes presented by patients as captured in this submission. Thus, we strongly implore this committee to provide a 
positive funding recommendation for this therapeutic protocol in Canada.  
  





 
 

ARE YOU AN ENDOMETRIAL CANCER PATIENT WHO HAS RECEIVED OR ARE 
RECEIVING DURVALUMAB? 

IF SO, WE REALLY NEED YOUR HELP! 

 Durvalumab (Imfinzi®) therapy is currently under funding review in Canada for the treatment 
of primary advanced or recurrent endometrial cancer. The Colorectal Cancer Resource & Action 
Network (CCRAN), Canadian Cancer Survivor Network (CCSN) and HPV Global Action are 
completing a collective patient input submission on durvalumab in combination with carboplatin 
and paclitaxel for the first-line treatment of adults with primary advanced or recurrent 
endometrial cancer who are candidates for systemic therapy, followed by: 

• durvalumab as monotherapy in endometrial cancer that is mismatch repair deficient (dMMR) 

• durvalumab in combination with olaparib in endometrial cancer that is mismatch repair 
proficient (pMMR) 

We are looking for endometrial cancer patients (or their caregivers) with firsthand experience 
with this therapy, who are willing to share their valuable story via phone. The patient’s 
perspective will help to inform our patient input submission and provide the expert committee 
with this valuable insight as they prepare to issue their drug funding recommendation for this 
therapy in Canada.  

The patients (or caregivers) who participate in the interview process will have their privacy and 
confidentiality respected and maintained at all times.  Their input will be completely 
anonymized in the submission. The telephone interview will last approximately 45 minutes and 
while there is no guarantee, it may help to get this therapy funded for the treatment of primary 
advanced or recurrent endometrial cancer throughout Canada.   

Patients and caregivers may consent to have their contact information (name, phone # and 
email address) sent to Cassandra Macaulay and, in turn, the patient/caregiver will be contacted 
with an appointment time and date for participation in the telephone interview.  

Alternatively, the patient/caregiver may contact Cassandra directly to advise of their willingness 
to participate in a telephone interview to help inform the patient input submission to make a 
meaningful impact: 

Cassandra Macaulay, cassandra.m@ccran.org or Toll Free: 1 833 792 2726 x1001  

Please contact Cassandra ASAP to schedule the phone interview. 

Thank you for making a difference in the lives of Canadian endometrial 
cancer patients and their families! We look forward to hearing from you. 
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I finished April 2024. No further treatment for endometrial cancer.  

 23. Side effects: 
  A. Have you experienced any side effects while on 

this therapy? Yes/no 

Yes.  Yes.  

B. What were those side effects? Please describe 
them. 

Tired, exhausted. That’s it. Very lucky.  Muscle aches, weakness and fatigue. I started having hair thinning 
about 6 months ago [related to the chemo] 
Mainly it’s the muscle aches. I know I’ve overdone it when my legs get 
heavy.  Then I know it’s fatigue and I just know I have to slow it down 
a bit.  And sore joints, but what I started here in  is a program 
called ACE and it’s an exercise program.  And now I don’t think I have 
the muscle aches anymore, just tired.  I walk 5 km a day.  

 24. On a scale of 1-10, how would you rate your 
QoL while on durvalumab +/- olaparib?  

 1 being very poor and 10 being very good. Please 
explain. 

8 and that’s only because of the tired, otherwise it would have been a 
10.  
 
I just needed a lot of naps, after work and that. I was able to work 
during my treatment.  I have the good fortune that I don’t have young 
kids or a husband, so I can put a lot of things aside. If the kitchen floor 
isn’t clean for example, it’s not a big deal.  My priorities changed 
because of the tiredness.  
 
I was working fully remotely and my boss allowed me to get it done 
when I needed.  I didn’t take advantage of it, but it was nice to have 
the option.  I think because I was working, was part of the reason I was 
tired. Plus, my son is special needs, not severe, but this still added 
stress. 

If you put covid aside, I’d probably say an 8.  
 
Once I was off chemotherapy my neutrophil level came back up, so I 
didn’t have to worry as much about being around people.  I could be 
around family and even go shopping. I think just being around people 
improved my mood.  
 
I felt really good, you’re always worried about life expectancy when 
you think about cancer. But after treatment, everything is good.  
 
During treatment we have travelled to Bhutan and Thailand, and then 
a few months later we were in South America and then we went to 
Mongolia.  I went riding a horse in Mongolia and it threw me off. I was 
grateful to have not broken a hip. [laughs] 
 
Now, we’re going on a cruise. I really like adventure travel, but I’m 
getting older and on a cruise it’s easier, so I’ll see if I like.  
 
The hardest thing about the program is I can only be away 26 days and 
we like to travel for 6 – 8 weeks at a time, so we’re spending more in 
airfare.  Originally, I thought I would go off the program because of this 
restriction, but now there is no way! 
 
We have a cottage on a lake and we are still very active. 

 25. Did you have any cancer symptoms before 
starting the therapy? If so, what were they? 

None.  No. It’s like, how can I have cancer, I’m not sick? 

 26. If you did have cancer symptoms before starting 
the therapy, did the therapy help resolve those 
cancer symptoms? If so, which ones? 

N/A N/A 

 27.  How was response confirmed to durvalumab 
+/- olaparib? Was it clinically (symptoms resolved 
and you felt better), biochemically (tumour marker 
went down), or radio-graphically (CT scan results)?  

I had a CT scan last week and haven’t received the results, but the last 
one was no evidence of disease.  The disease might still be there, but 
it’s not showing right now.  
 
I’m more than happy to talk about it, because if more people can get 
this, I’m happy to help get it to them.  

Before diagnosis there was the CT and PET and I have a CT every 12 
weeks. 
 
There has been no evidence of the disease returning.  
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During the trial different parts of my bloodwork were reactive and the 
probable explanation was that I was not getting the placebo.  There 
were signs.  I don’t know what they are exactly because I’m not a 
medical person, but there were signs. 

 28. Have you ever had to stop durvalumab +/- 
olaparib? Why or why not? 

Yes, when the thyroid cancer was diagnosed. 
I never had to stop related to side effects.  

It was only delayed when I got covid.  

 29. Has durvalumab +/- olaparib been easier to use 
than any previous therapies? Why or why not? 

I only had IV infusions of chemo so the pill vs the IV has an obvious 
difference.  I can take it at home, so I don’t have to time off work, the 
basics. 

Oh yes. During chemo I was there all day and I came home and 
wouldn’t feel well that day or the next day, and the other drugs I had 
to take with it made me constipated.  
 
That doesn’t happen anymore. I go there now and it’s only an hour 
and a half. And I don’t get constipated any more.  

 30. How has your journey impacted your caregiver 
/family? 

Ummm I have a very small family, just me and my son and a few close 
friends. My son was naturally concerned.  I told him the truth. I was 
working hard to make it so I would be around for a long time.  And 
that meant going to the hospital to get the trial. He was concerned, 
but not a big impact. Since he wasn’t involved and I didn’t have 
symptoms or side effects he didn’t have any reason to think about it 
very often. I wasn’t throwing up all the time or something very visible 
that I was sick, it was easier for him. It wasn’t in his face.  To the point 
that he was getting annoyed with me when I was tired, because 
otherwise it didn’t seem like I was sick.  

Ummm I think my daughter being a nurse is more aware of what could 
happen, where my son is just like ‘mom’s fine’, she’s back to normal, 
so when it comes to babysitting my almost 3-year old grandson, we 
still take him when I’m not on my infusion days.  I’m not sure how 
much impact it’s had on my older grandson, he’ll be 8 in December, I 
was playing with him one day and my hair hadn’t grown back after 
chemo and I was wearing a wig and he was playing and pulled off my 
hat and my hair went with it, it’s a funny family story now.  So he knows 
that cancer isn’t good, but doesn’t know the details.  My 
granddaughter is 17 now and I just included her on all the emails to 
keep her informed so she didn’t think we were hiding anything from 
her. 
 
I think it was hard on the grandchildren not being able to see me, but 
now its just back to normal. 
 
My husband, it was hard on him. We thought he had a heart problem, 
but the tests came back normal and we think it was just anxiety. I 
mentioned to my oncologist that I think my husband is having a harder 
time than me, and he said the husbands often have it bad. 

 31. Was it worth accessing durvalumab +/- 
olaparib? Why or why not? Please describe the 
impact it has had on your life. 

Oh yes, 100%.  
 
The negative was going back and forth, taking time off work.  My 
employer was very good, but it still upset the schedule. 
 
The good part is there is no evidence of disease.  And now I can help 
others by giving more data to work with. 
 
It’s a win-win.  The only disadvantage is having to go to the hospital, 
but the trial people gave my compensation for parking.  The positives 
far outweigh the negatives - No evidence of disease. No significant 
side effects. And helping myself and other people.  

Oh yes. I’m so thankful for the trial. When we started, we love to 
travel, so I thought we would probably drop out, but the longer I am 
on it, I’ll say you cant get me out of there! [laughs] 
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 36. Do you wish to add anything about why 
accessing durvalumab +/- olaparib is so important 
to cancer patients and caregivers? 

The more tools that the oncologists have to do their jobs, the more 
chances that you are going to get a better outcome. Give them those 
tools to get the job done. They have tools to manage symptoms, give 
them more tools for healthier patients and better outcomes.  

I want to say it works. Me, an unmedical person, looking at the results 
for 18 months, and looking at how few people are left in the control 
group.   
 
I would say yes, it works, and I am thankful I can get them.  

 

 

 

 

 



 
 

Durvalumab (Imfinzi®) Patient Input Submission 
Communications Toolkit 

 

 
 
 
 
Suggested caption for social media posts: 
 
We are looking for endometrial cancer patients or their caregivers to share their experience 
with duravalumab (Imfinzi®) therapy for a collaborative patient input submission.  
 
Your input will help inform our submission and may make this therapy more accessible for 
patients across Canada. Connect with CCRAN [tag: @ccranorg] today to share your story via a 
telephone interview: cassandra.m@ccran.org or 1 833-792-2726 ext. 1001. 
 
Your input will be kept anonymous. Let’s make a difference together! 
 
#CCRAN #EndometrialCancer #CancerTreatment #ShareYourStory #Imfinzi #Durvalumab 
#PatientSupport #HealthcareCanada #CancerCare #PatientAdvocacy #CancerResearch 
#PatientVoices #Hope #MedicalAdvocacy 
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Q1
Are you a resident of Canada?
Answered: 6
 Skipped: 0

TOTAL 6
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Q2
If you are a resident of Canada, in which province or territory do you
reside?

Answered: 6
 Skipped: 0
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TOTAL 6
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I don't live in Canada

Nova Scotia

New Brunswick
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Newfoundland & Labrador

Quebec
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Manitoba
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Alberta

British Columbia

Northwest Territories

Nunavut
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Q3
If not a resident of Canada, in which country do you live?
Answered: 0
 Skipped: 6

# RESPONSES DATE

  There are no responses.  
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Q4
What gender do you identify as?
Answered: 6
 Skipped: 0

TOTAL 6
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0.00% 0

0.00% 0

100.00% 6

Q5
Are you a patient or a caregiver?
Answered: 6
 Skipped: 0

TOTAL 6

# PATIENT WHO IS NOT TAKING DOSTARLIMAB (PLEASE SPECIFY TREATMENT) DATE

1 I am NED and on no drugs 10/31/2023 7:15 PM

2 niraparib 10/29/2023 3:29 PM

3 Exmethestane 10/29/2023 1:28 PM

4 none in remission 10/28/2023 2:53 PM

5 Had taxol/carboplatin 10/28/2023 11:57 AM

6 Hysterectomy and brachytherapy 10/28/2023 11:55 AM

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Patient who
has or is
taking...

Caregiver

Patient who is
not taking

Dostarlimab...

ANSWER CHOICES RESPONSES

Patient who has or is taking Dostarlimab

Caregiver

Patient who is not taking Dostarlimab (please specify treatment)
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Q6
What is the stage of your endometrial cancer?
Answered: 6
 Skipped: 0
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(≤ 3 months)
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Other (please
specify)
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0.00% 0

0.00% 0

16.67% 1

16.67% 1

0.00% 0

16.67% 1

0.00% 0

16.67% 1

0.00% 0

33.33% 2

TOTAL 6

# OTHER (PLEASE SPECIFY) DATE

1 mine was breast cancer 10/29/2023 1:28 PM

2 Do not have this type of cancer 10/28/2023 2:53 PM

ANSWER CHOICES RESPONSES

Just diagnosed (≤ 3 months)

Stage 1a

Stage 1b

Stage 2

Stage 3a

Stage 3b

Stage 3c

Stage 4a

Stage 4b

Other (please specify)



Canadian Cancer Survivor Network Questionnaire for Patient and

Caregiver Input on DOSTARLIMAB (Jemperli)

SurveyMonkey

9 / 43

Q7
What are the symptoms or problems you experience with endometrial
cancer that affect your quality of life (such as your day-to-day living)?

Please check all that apply.
Answered: 3
 Skipped: 3
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rectum
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Lack of
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Difficulty
breathing

Loss of
quality of life

Other (please
specify)
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0.00% 0

33.33% 1

0.00% 0

0.00% 0

0.00% 0

33.33% 1

0.00% 0

0.00% 0

33.33% 1

0.00% 0

33.33% 1

0.00% 0

33.33% 1

66.67% 2

Total Respondents: 3  

# OTHER (PLEASE SPECIFY) DATE

1 n/a 10/29/2023 1:28 PM

2 Tired when I get up, lack of stamina 10/28/2023 11:57 AM

ANSWER CHOICES RESPONSES

Unusual vaginal discharge, which can be foul smelling, pus-like, or blood-tinged

Pain during intercourse

Pelvic pain or pressure

Pain or feeling of pressure in the lower abdomen, back, or legs

Pain during urination, difficult urination, or blood in the urine

Pain during bowel movements, difficult bowel movements, or blood in the stool

Bleeding from the bladder or rectum

Buildup of fluid in the abdomen (Ascites)

Buildup of fluid in the legs (Lymphedema)

Weight loss

Lack of appetite

Difficulty breathing

Loss of quality of life

Other (please specify)
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0.00% 0

0.00% 0

0.00% 0

20.00% 1

60.00% 3

20.00% 1

Q8
Are there any needs in your current therapy that are not yet being met?
Answered: 5
 Skipped: 1

Total Respondents: 5  

# OTHER (PLEASE SPECIFY) DATE

1 Finished checkups but tgere was never enough time alloted for checkups 10/28/2023 11:57 AM

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Informed
practitioners

Pain/Symptom
Management

Timely access
to

treatment/th...

Mental health
support

Not applicable

Other (please
specify)

ANSWER CHOICES RESPONSES

Informed practitioners

Pain/Symptom Management

Timely access to treatment/therapy

Mental health support

Not applicable

Other (please specify)
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33.33% 2

66.67% 4

16.67% 1

16.67% 1

16.67% 1

0.00% 0

66.67% 4

33.33% 2

Q9
What drug therapies or other types of treatments are you currently
using, or did you use, to treat your disease? Please check all that apply.

Answered: 6
 Skipped: 0

Total Respondents: 6  

# OTHER (PLEASE SPECIFY) DATE

1 I took a pill ( don't know the name of it) for 5 years. 10/28/2023 2:53 PM

2 Accupuncture, massage therapy 10/28/2023 11:57 AM

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Radiation

Surgical
therapy

Targeted
therapy

Hormonal
therapy

Immunotherapy

Clinical trials

Chemotherapy

Other (please
specify)

ANSWER CHOICES RESPONSES

Radiation

Surgical therapy

Targeted therapy

Hormonal therapy

Immunotherapy

Clinical trials

Chemotherapy

Other (please specify)
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Q10
Is there an aspect of your disease that, to you, is more important to
control than others? Please explain.

Answered: 4
 Skipped: 2

# RESPONSES DATE

1 Recurrence prevention 10/29/2023 3:29 PM

2 no 10/29/2023 1:28 PM

3 I had Brest Cancer that went into the Lymph glans/nodes under my arm 10/28/2023 2:53 PM

4 Kicked out of cancer centre after treament finished. Should have been assigned a nurse for
communication. Had to do all my iwn research to get better. Needed better after care.

10/28/2023 11:57 AM
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0.00% 0

0.00% 0

0.00% 0

0.00% 0

0.00% 0

0.00% 0

0.00% 0

Q11
What adverse effects, if any, were caused by taking Dostarlimab?
Please check all that apply.

Answered: 0
 Skipped: 6

Total Respondents: 0  

# OTHER (PLEASE SPECIFY) DATE

  There are no responses.  

!  No matching responses.

ANSWER CHOICES RESPONSES

Anemia

Fatigue

Nausea

Rash

Diarrhea

Vomiting

Other (please specify)
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0.00% 0

0.00% 0

Q12
Were these adverse effects of being treated with Dostarlimab
tolerated (i.e. symptoms were managed with other treatment/medications
and you did not have to discontinue use of Dostarlimab)? If yes, how did

you manage them?
Answered: 0
 Skipped: 6

TOTAL 0

# YES DATE

  There are no responses.  

!  No matching responses.

ANSWER CHOICES RESPONSES

No

Yes
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Q13
How were you able to gain access to Dostarlimab? i.e. clinical trial,
private insurance

Answered: 0
 Skipped: 6

# RESPONSES DATE

  There are no responses.  
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Q14
In your own words, please describe the advantages and
disadvantages of Dostarlimab and how they made an impact on your life.

Answered: 0
 Skipped: 6

# RESPONSES DATE

  There are no responses.  
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Q15
Would you recommend that Dostarlimab be made available to all
patients who qualify for it? 1 being 'Absolutely Not' and 5 being "Yes,

immediately'.
Answered: 0
 Skipped: 6

0.00%
0

0.00%
0

0.00%
0

0.00%
0

0.00%
0

 
0

 
0.00

!  No matching responses.

  1 2 3 4 5 TOTAL WEIGHTED AVERAGE

(no label)
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Q16
In comparison to other therapies, how was your treatment experience
with Dostarlimab in treating your endometrial cancer?

Answered: 0
 Skipped: 6

0.00%
0

0.00%
0

0.00%
0

 
0

 
0.00

0.00%
0

0.00%
0

0.00%
0

 
0

 
0.00

0.00%
0

0.00%
0

0.00%
0

 
0

 
0.00

0.00%
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0.00%
0

0.00%
0

 
0

 
0.00

!  No matching responses.

  MUCH BETTER LITTLE OR NO DIFFERENCE MUCH WORSE TOTAL WEIGHTED AVERAGE

Symptom management

Side effects

Ease of use

Disease progression
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Q17
What adverse effects, if any, were caused by your current
treatments? Please check all that apply.

Answered: 4
 Skipped: 2
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Fluid
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sexual

functioning

Increased
appetite

Other (please
specify)
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50.00% 2

75.00% 3

0.00% 0

25.00% 1

25.00% 1

0.00% 0

0.00% 0

25.00% 1

50.00% 2

0.00% 0

50.00% 2

0.00% 0

25.00% 1

Total Respondents: 4  

# OTHER (PLEASE SPECIFY) DATE

1 Chemo brain 10/28/2023 11:57 AM

ANSWER CHOICES RESPONSES

Fatigue

Neuropathy

Anemia

Fluid retention 

Nausea

Diarrhea

Vomiting

Constipation

Dryness, itching, tightening, and burning in the vagina

Weight gain

Changes in sexual functioning 

Increased appetite 

Other (please specify)
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0.00% 0

100.00% 2

Q18
Were the adverse effects of your current treatment tolerated (i.e.
symptoms were managed with other treatment/medications and you did

not have to discontinue use of Dostarlimab)? If yes, how did you manage
them?

Answered: 2
 Skipped: 4

TOTAL 2

# YES DATE

1 half dosage; nausea occasionally; proclorperazine 10/29/2023 3:29 PM

2 N/a 10/28/2023 11:57 AM

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

No

Yes

ANSWER CHOICES RESPONSES

No

Yes
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25.00% 1

0.00% 0

0.00% 0

0.00% 0

25.00% 1

75.00% 3

Q19
Have you had issues accessing any therapies? If so, what issues
have you experienced? Please check all that apply.

Answered: 4
 Skipped: 2

Total Respondents: 4  

# OTHER (PLEASE SPECIFY) DATE

1 Any clinical trial using Dostarlimab with niraparib was never mentioned by the clinician 10/29/2023 3:29 PM

2 Had difficulty getting a biopsy at my licsl hospital -cancelled twice 10/28/2023 11:57 AM

3 Driving from home to Clinic in winter weather 10/28/2023 11:55 AM

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Limited
availability in

my community

Financial
hardship due to

cost

Travel costs
associated with

accessing...

Supplies or
issues with

administration

I haven't had
any issues

accessing...

Other (please
specify)

ANSWER CHOICES RESPONSES

Limited availability in my community

Financial hardship due to cost

Travel costs associated with accessing therapy/treatment

Supplies or issues with administration

I haven't had any issues accessing therapy

Other (please specify)
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100.00% 3

33.33% 1

33.33% 1

66.67% 2

0.00% 0

0.00% 0

Q20
If a friend asked you how you are managing at this stage in your
treatment, what would you tell them? Please fill out the fields for the

treatments you have/are receiving. 
Answered: 3
 Skipped: 3

# HOW ARE YOU MANAGING WITH SURGERY? DATE

1 Managed well 10/29/2023 3:29 PM

2 ok 10/29/2023 1:28 PM

3 Some bowel oain 10/28/2023 11:57 AM

# HOW ARE YOU MANAGING WITH RADIATION (INTERNAL RADIATION,
BRACHYTHERAPY, OR EXTERNAL BEAM RADIATION)?

DATE

1 ok 10/29/2023 1:28 PM

# HOW ARE YOU MANAGING WITH HORMONE THERAPY (PROGESTINS, TAMOXIFEN,
LHRH AGONISTS, AROMATASE INHIBITORS)?

DATE

1 0k 10/29/2023 1:28 PM

# HOW ARE YOU MANAGING WITH CHEMOTHERAPY (PACLITAXEL, CARBOPLATIN,
DOXORUBICIN, CISPLATIN, DOCETAXEL)?

DATE

1 Was tough; much nausea and contipation 10/29/2023 3:29 PM

2 Affects my thinking, loss of stamina, fatigue 10/28/2023 11:57 AM

# HOW ARE YOU MANAGING WITH IMMUNOTHERAPY (PEMBROLIZUMAB)? DATE

  There are no responses.  

# HOW ARE YOU MANAGING WITH TARGETED THERAPY (LENVATINIB, BEVACIZUMAB,
MTOR INHIBITORS)?

DATE

  There are no responses.  

ANSWER CHOICES RESPONSES

How are you managing with surgery?

How are you managing with radiation (internal radiation, brachytherapy, or external beam radiation)?

How are you managing with hormone therapy (progestins, tamoxifen, LHRH agonists, aromatase inhibitors)?

How are you managing with chemotherapy (paclitaxel, carboplatin, doxorubicin, cisplatin, docetaxel)?

How are you managing with immunotherapy (pembrolizumab)?

How are you managing with targeted therapy (lenvatinib, bevacizumab, mTOR inhibitors)?
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0.00% 0

0.00% 0

0.00% 0

25.00% 1

75.00% 3

0.00% 0

Q21
Are there any needs in your current treatment that are not yet being
met?

Answered: 4
 Skipped: 2

Total Respondents: 4  

# OTHER (PLEASE SPECIFY) DATE

  There are no responses.  

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Informed
practitioners

Pain/Symptom
Management

Timely access
to

treatment/th...

Mental health
support

Not applicable

Other (please
specify)

ANSWER CHOICES RESPONSES

Informed practitioners

Pain/Symptom Management

Timely access to treatment/therapy

Mental health support

Not applicable

Other (please specify)
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Q22
Which of the following issues would you hope that a new treatment
would address to manage your disease? Please rate the options from most

important (1) to least important (7).
Answered: 5
 Skipped: 1

Maintain
quality of life

Delay onset of
symptoms

Access to a
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Q23
On a scale of 1-10, with 1 being “no side effects” and 10 being
“significant side effects”, if you were to consider taking a new therapy for

your cancer, what severity of side effects would you be willing to tolerate in
order to extend survival by 2 months, after having been told there is no
other available treatment?  For example, side effects such as: nausea,

fatigue, vomiting, diarrhea.
Answered: 5
 Skipped: 1
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Q24
On a scale of 1-10, with 1 being “no side effects” and 10 being
“significant side effects”, if you were to consider taking a new therapy for

your cancer, what severity of side effects would you be willing to tolerate in
order to extend survival by 6 months, after having been told there is no
other available treatment?  For example, side effects such as: nausea,

fatigue, vomiting, diarrhea.
Answered: 5
 Skipped: 1
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Q25
On a scale of 1-10, with 1 being “no side effects” and 10 being
“significant side effects”, if you were to consider taking a new therapy for

your cancer, what severity of side effects would you be willing to tolerate in
order to extend survival by 1 year, after having been told there is no other
available treatment?  For example, side effects such as: nausea, fatigue,

vomiting, diarrhea.
Answered: 5
 Skipped: 1
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Q26
What considerations do you make when it comes to balancing the
advantages and disadvantages of a treatment?

Answered: 3
 Skipped: 3

# RESPONSES DATE

1 Quality of life, energy 10/29/2023 3:29 PM

2 Longevity, How severe the other side effects are. 10/29/2023 1:28 PM

3 Quality of life, extending my life 10/28/2023 11:57 AM
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Q28
What are the issues you encounter or have encountered as a
caregiver for someone with endometrial cancer? Check all that apply.

Answered: 1
 Skipped: 5
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Q31
What are the most challenging adverse effects related to your loved
one and their current therapy or treatment?

Answered: 1
 Skipped: 5
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APPENDIX E: DURVALUMAB SOCIAL MEDIA PATIENT EXPERIENCE ACCOUNT 
 

 
May 14, 2019 
I made it! 10th cycle of durvalumab trial completed. Almost a year since my stage 3 cancer 
diagnosis and I’m still here folks! Received good news today that my tumor continues to 
shrink and the spots on my lymph nodes have also decreased. And no sign of new disease. 
Huzzah. Life is good.  
#endometrialcancer #immunotherapytrial#durvalumab #thankful #petermaccallumcancer
centre#milestone #trialandtreatmentcontinues #gynaelogicalcancer#notallcancerispink #i
mmunotherapy #cancer #fuckcancer 
 
 
September 1, 2019 
It’s gynaecological cancer awareness month. 
 
Apart from an abnormal period, which I tried to address immediately, I didn’t have any 
other symptoms. I’m not your typical age bracket or risk factor group. I’m not overweight, I 
wasn’t post-menopausal. 
 
Listen to your body. If you feel something is wrong, go to your doctor. If you’re not getting 
answers, drive your medical diagnosis. If it ends up being nothing, at least you got it 
checked. 
 
Symptoms: - unusually heavy periods and bleeding inbetween your periods 
- an unusual fluid or discharge from your vagina that is watery, bloody or smelly 
- pain in your belly or abdomen 
- trouble going to the toilet to pass urine (wee) or pain when you do go. 
 
#Repost   
・・・ 
This is not just an older woman’s disease! Many of us are diagnosed pre-menopause, in our 
childbearing years. If you reached puberty, you are at risk! #givewombcanceravoice  
 
 
January 2, 2020 
I’ve been sick of late. Along with my ongoing ‘off-road’ journey, been battling a virus and 
now suspected shingles! My new normal hey? But I have spectacular books I’m excited to 
devour while I jump over some hoops.  



#holidayreading #summer2019 #summer2020#immunitydown #newnormal #cancerlyfe 
 
 
November 23, 2020 
A bit about my treatment. I’m on a nationwide cancer trial called Phaedra. It’s a IV dosing of 
an amazing immunotherapy drug called Durvalumab., every three weeks. It’s a checkpoint 
inhibitor drug that uses antibodies to fight the growth of cancer and to remind my T-cells of 
the types of cancer cells it’s to destroy. It’s mainly used on patients with advanced cancer. 
Side effects are very little but a lot of fatigue. Other known side effects are diarrhoea, 
inflammation of the liver and other major organs, nausea, skin rash, kidney damage, blood 
clots and type 1 diabetes. With that all said it’s rare. This is an incredible work of science 
and the fact we can live with cancer in this day and age, I find myself very lucky. I’m going to 
be hitting my 30th cycle soon. That’s a long time to be on a trial and rare. Grateful for 
everyday and grateful for the people in my life and the angels 
#durvalumab #stage3cancer#advancedcancer #cancertreatment #livingwithcancer#astra
zeneca 
 
 
March 23, 2021 
Back at it. Cycle 34 I think? I’m starting to lose track. Scan results: so so. The tumor 
increased in size again. Bummer. It’s two bad scans and you’re off the trial. So technically 
this should be my last one. But because growth and decrease has been up and down there 
is no pattern of the treatment not working. So I’m still on durvalumab for the time being. It’s 
a little scary to be honest. I have one more chance to stay on. I feel like I have got strikes on 
the wall. Fingers crossed no bad scans this year. Send good vibes. #durvalumab 
#immunotherapy #petermacallumcancercentre 
 
 
June 16, 2021 
That’s what I like to see. Stable disease, no spread 
������������������������. #threeyears #fuckcancer #cycle36 #scanresults#endometrialcancer #stage3 #durvalu
mab 
 
 
August 9, 2021 
I’m 39 and it’s cycle 39! It’s not my birthday but it’s kind of a celebration I’ve made it to 39. 
Three years on and I’m still ‘ere. This is my nurse  and I hadn’t seen him since my early 
cycles. Kind of a nice reminder we have so many fab people out there making other 
people’s lives easier.  
#petermac  #stage3#endometrialcancer #durvalumab #cancertrial#immunotherapy #gom
bre 
 
 
 



September 6, 2021 
There’s a smile under there. Tumor is stable and has shrunk slightly. I’m one of three ladies 
left on the trial  and I’m doing fine ���� 
#cycle40#durvalumab #endometrialcancer #stage3#clearcellcarcinoma #immunotherapy 
#itsarollercoaster#kuwaiimask #kuwaii 
 
Thank you for all your kind words and good healing energy. I have wonderful mates. The 
oncologist said I wouldn’t be here today without this trial as there is no cure and the likely 
hood of spread is high. Forever grateful and I’m going to take every moment the savour life. 
No bullshit and good vibes and energy. X 
 
 
April 12, 2022 
This is 40. I bloody made it! Spent this time with some of my people on  in 

  
 
I’m grateful for the people in my life. I’m also grateful for my medical team at  for 
getting me into REMISSION after a four year shit show. I’m in a job I love and I’m surrounded 
by the most inspiring and wonderful souls that enable me to keep going. 
 
Thank you for all the birthday messages I’ve received.  
 
Here’s to the next forty I hope x 
 
 
February 21, 2024 
Today is my two year remission anniversary. Is it a thing to celebrate? I’m not sure yet. But 
I’m still here! 
 
I was diagnosed with stage 3C endometrial clear cell cancer 3C in 2018. My oncologist said 
my chances of survival was minimum on chemo so I was lucky to be the very last person to 
be placed on a trial drug called Durvalumab. How lucky was that? At 36, I went through a 
full hysterectomy and IVF to save what I had left of my eggs, I’ve had hundreds of blood 
tests, I’ve gone through 71 cycles of immunotherapy, 40 scans? My veins are still juicy 
apparently haha 
 
My mind and body as been through the ringer but I’ve always tried to put it all I perspective. 
I haven’t stopped working (apart from 7 weeks of post surgery recovery) and doing fun 
things and lucky I haven’t had too horrible side effects as other patients (and my heart and 
love goes to those that haven’t had it ‘easy’), I have wonderful friends and family and I’m 
fighting fit. Anyway here’s to me ������ and more amazing love and gratitude and the smarts of 
the medical team. My oncologist  and the gorgeous nurses have made going in so 
much easier.  
 



I’ll be on durvalumab for the rest of my life, every three weeks. But how amazing is it to be 
born in an era where hard working medical and science teams can keep you alive and 
kicking. As  has said, I wouldn’t be speaking with you today. 
 
I’ll post symptoms to look out for in my stories. Be advocate for your own health and get a 
second opinion, surround yourself with good people, protect your energy, smell the roses 
and the smell of incoming rain…just enjoy being alive! It’s ok to be in dark places too but 
make sure you have the support to come back. X 
 





Clinician Group Input  

 

CADTH Project Number: PC0366-001 

Generic Drug Name (Brand Name): durvalumab (Imfinzi), olaparib (Lynparza) 

Indication: In combination with carboplatin and paclitaxel is indicated for the first-line treatment of adults with 

primary advanced or recurrent endometrial cancer who are candidates for systemic therapy, followed by: 

Imfinzi in combination with olaparib with endometrial cancer that is mismatch repair proficient (pMMR) 

Name of Clinician Group: OH (CCO) Gynecologic Cancer Drug Advisory Committee 

Author of Submission: Dr. Sarah Ferguson, Dr. Tiffany Zigras, Dr. Julie Nguyen, Dr. Stephen Welch, Dr. 

Robert Grant, Dr. Julie Ann Francis, Dr. Orit Freedman 

1. About Your Clinician Group 

OH(CCO)’s Drug Advisory Committees provide timely evidence-based clinical and health system 

guidance on drug-related issues in support of CCO’s mandate, including the Provincial Drug 

Reimbursement Programs (PDRP) and the Systemic Treatment Program. 

2. Information Gathering 

Information was gathered via conference call and emails. 

3. Current Treatments and Treatment Goals 

Currently, there is chemotherapy (usually doublet carbo-Taxol) for pMMR endometrial cancer 

patients in the upfront setting. In the recurrent setting, the patient must fail one line of platinum-

based chemotherapy before being eligible for lenvatinib plus pembrolizumab. 

Goals are to prolong life, delay disease progression, reduce symptoms, improve health-related 

quality of life, and potentially cure disease. 

 

4. Treatment Gaps (unmet needs) 

4.1. Considering the treatment goals in Section 3, please describe goals (needs) that are not being met 

by currently available treatments. 

pMMR patients have an aggressive histologic subtype and don’t have a durable response to 

carboplatin-paclitaxel and have a high rate of recurrence, so we need new treatment options as first 

line therapy. 

5. Place in Therapy 



5.1. How would the drug under review fit into the current treatment paradigm? 

In the pMMR population, this is added to upfront treatment for newly diagnosed measurable stage 3 

or stage 4 endometrial cancer, or those with recurrent disease.  

 

5.2. Which patients would be best suited for treatment with the drug under review? Which patients would 

be least suitable for treatment with the drug under review? 

pMMR patients who have newly diagnosed unresectable stage 3 or 4 or those with recurrent 

disease.  

 

5.3 What outcomes are used to determine whether a patient is responding to treatment in clinical 

practice? How often should treatment response be assessed? 

Combination of imaging and clinical exam as per physician discretion. 

 

5.4 What factors should be considered when deciding to discontinue treatment with the drug under 

review? 

Progression of disease, intolerable toxicity 

 

5.5 What settings are appropriate for treatment with [drug under review]? Is a specialist required to 

diagnose, treat, and monitor patients who might receive [drug under review]? 

In a hospital outpatient systemic therapy unit, under the care of physician who can give systemic 

therapy.  

 

6. Additional Information 

7. Conflict of Interest Declarations 

To maintain the objectivity and credibility of the CADTH drug review programs, all participants in the drug review processes must 

disclose any real, potential, or perceived conflicts of interest. This conflict of interest declaration is required for participation. 

Declarations made do not negate or preclude the use of the clinician group input. CADTH may contact your group with further 

questions, as needed. Please see the Procedures for CADTH Drug Reimbursement Reviews (section 6.3) for further details. 

 

1. Did you receive help from outside your clinician group to complete this submission? If yes, please detail the help and who 
provided it. 

OH-CCO provided secretariat support to the group. 

 














