Brave Bostonian women contributed their survivor stories for the appnahayat.org webpage

Tina Khan and Masooma Bhaiwalla: survivor stories
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Tina's Story

 

 

 

 
Jan 2007.
I was making my final preparations for my trip to Pakistan, to attend my niece’s wedding,my two older kids were already in Pak. And my husband was going back after 10 yrs.
In my routine self breast exam
I felt a lump, the moment I felt it; instinctively I knew it was something bad.
I just sat alone on the sofa and tried to figure out what I should do.
Should I tell my husband , because knowing him he would cancel the trip. Everyone in Pak. would get worried and the mood of the wedding would be dampened,and my plans to see my family would be ruined.
It did not take me long to make up my mind.
I went to Pakistan.
Attended the wedding, stayed for two weeks at my mothers house; saw my friends.
I did not tell anyone about the lump; not even my brother ;who is a surgeon.
Yet, everyday I would check to see if the lump was still there; hoping it would go away.. but it did not go away.. it was always there!!!
It is Oct 2007 now.
My 3 kids Shahjehan 23, Meryum 21,Noorjehan16, and my husband Malik have gone through a lot.
Surgery,chemotherap y and now radiation, it has been difficult . 
We have have joked about my baldness,my weight gain, my stenciled eybrows etc. etc. now i have my wonderful..fashiona ble wig.
I do fear this cancer.
I do cry silently.
I keep reminding my family to not get their hopes high about getting rid of me soon or so easily.
I will. God willing be here to bother them for a long time InshaAllah.
Tina
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Masooma's Letter

 

 

 

 
My Dear Family and Friends
I want to thank you all for your wonderful support during my recent summer ordeal – dealing with breast cancer diagnosis, surgery and recovery which is well underway.

While I lost a very important part of myself and went through an emotional turmoil – it was also a time of tremendous emotional growth for me – thanks to you all. I feel truly blessed that I have family and friends like you.

THE DIAGNOSIS
I was initially diagnosed on June 10 with a condition called LCIS (Lobular carcinoma insitu – pre-cancer) as a result of micro- calcification's on a routine mammogram and subsequent surgical biopsy. This was the day of my daughter Zahra’s eighth grade graduation – a day of pride and joy for us. 
Here in Boston I embarked on a path of frantic Google searches on the issue and reading any book/paper I could get my hands on. I was originally told that all I need is maybe a re-excision to get clean margins as I had some other pre-cancerous conditions as well. My family and friends advised me to go for a second opinion which I did, at Dana Farber.

THE WORKUP
On July the 5th. I met Dr. Gadd at the Dana Farber Cancer Institute in Boston.
Dr. Gadd insisted that she would like her own pathologists to read the slides and as a result the diagnosis changed to DCIS (Ductal Carcinoma In-situ – Stage 0). She called me a few days after we met, confirmed the diagnosis and recommended that I go for mastectomy of the affected breast. I have developed a close relationship with her and felt like she understood me. Due to LCIS I decided to opt for the bilateral procedure.
These were all very hard decisions (fortunately I was in a position to make these calls instead of being told that my options were limited) as it was a very early stage with multiple treatment options.
Again, I don’t know what the future holds but based on my personality, my comfort factor and the expert advice from some dear ones in the medical field – I made the decision to undergo mastectomy. 

I send a request (Arzi) to my spiritual leader (Aqa Maula) putting my whole plight on a piece of paper asking for his blessings. Throughout this experience I realized that the more I shared with others the more I got out of it and I felt more and more confident that with everyone praying for me how could things not work out. 

THE DOCTORS TREATMENT PLAN
Next – Lamiya and I went to meet a plastic surgeon at Emerson as I had to decide on the re-construction option. Boy! We saw a lot of pictures of reconstructed breasts – kind of overwhelming. Based on various factors like recovery time, lifestyle impact etc. I finally concluded that implant was the way to go for me. This, at the time was pending a meeting with the actual surgeon at MGH who was going to do the reconstruction surgery.
My MRI was done mid July to get a baseline and aid Dr. Gadd and I in our decision on the type of mastectomy, lymph node dissection etc. The results were very encouraging with no visible invasions or masses on either side. The MRI however does not detect micro invasions or LCIS. 

MY OWN TREATMENT PLAN
My husband was very supportive and wanted me to go with the best possible option. Even though I had a very aggressive attitude towards treatment from day one, I did not want to do anything rash. That evening I got the reply to my Arzi from Aqa Maula saying: that I have permission (Raza) for bilateral mastectomy for Aug. 11 and the path of treatment I was pursuing was the right one. This really helped me and after that I did not waver on this decision.
Now that all the planning and decision making was behind me I decided to attend a cousins wedding. I really had a great time and sang some real old wedding songs on dholak just like in the good old days and felt wonderful.

MY WALK TOWARDS ACCEPTANCE
During all this time I had also been training for the 3-day breast caner walk on Aug. 4, 5 and 6 organized by Susan Koeman Foundation. I had signed up for this walk in March, had been collecting funds and training for it ever since. Little I knew that this would turn out to be one of the most emotional experiences for me.
I originally signed up thinking of it as a good cause that I would like to help with, training for it would be great and it will be fun to do with a friend . Once I got diagnosed and as the events progressed I was not even sure if I would be able to do it at all.
My friends continued to come over and walked with me on the weekends to help me stay in shape and prepare for the walk. We had some nice chats on these long walks about my dilemma, disease and life in general. Once my surgery date got set, my doctors seriously discouraged/prohibited me from doing the 60 miles walk four days before the surgery and two days after donating 2 pints of blood in advance of the procedure. 

MY PATH TOWARDS ACCEPTANCE 
Finally I settled on 20 miles. I did the last day of the walk.
Throughout the day, I met people with tremendous courage and willpower who were going through/battling the disease actively as well as others who were walking in support or in the memory of loved ones lost to this cancer. 
This was a source of great inspiration and strength for me. After crossing the finish line we walked into a dome where we were asked to pick a shirt from one of the 3 different piles – white (crew); blue (supporters that are walkers that do not have breast cancer) and pink (survivors/people with breast cancer diagnosis).
I took the pink one, out it on but then was highly irritated and felt like tearing that shirt from me. I did not want to be a part of this group. 
I took off that shirt and picked up the blue one instead. After all that is how I viewed myself. I held onto that blue shirt for a few minutes and then quietly put it back and wore the pink one again. In that deafening music and uproar all around me I finally accepted that my life has changed forever and I will always be a breast cancer survivor.

BEFORE THE SURGERY
I worked till the Tuesday before the surgery and also found great support from friends at work. Friends and colleagues like Todd and Sheela volunteered to take on the various things that I was working on and it was a great relief and help.

SHARING
I shared and talked openly about my condition and found it very rewarding. So many shared in turn – people I would have never guessed who had gone through similar experiences and that gave me a lot of courage as well. Work with its aggressive demands helped me keep my perspective and prevented me from excessive dwelling.

MY KIDS
I had shared the rntire decision making process with my children Zahra and Sahil 
Mostly due to the way I talk and the amount I talk ;nothing can be hidden in my house even if I wanted to. Anyways up until the last week I felt that my kids were holding up fine but just like me that last week was very hard on them as well. Zahra did not sleep the whole night before the surgery and Sahil was very anxious as well. Sahil was very worried on the day of surgery and wanted to know upfront how he was going to get from his camp to the hospital, who was going to take him etc.

MY ALLAH
Yasmin and Kausar arranged tasbih and collective prayers for me during the last week for my good health and speedy recovery and so many of you called to let me know that I was in your prayers. Shabbir uncle did a Quran khatam for me. Hakim has been mailing a joke a day to make sure that I at least smiled for a few minutes every day. I called Zehra masi jafferjee and requested her to pray for me during my surgery hours and she did and has called me several times since then. Lamiya came on Thursday and gave me a beautiful ghilaf from Syedna Hatim’s to put under my pillow which I do now every day. 

MY FEARS
The last week before the surgery was a very trying time both for myself and my family.I could not sleep at night thinking all the time about my surgery and what I will look like and what they will find. Surprisingly, for all my fears about how I was going to get through the night before the surgery - it actually went very peacefully. 
I did not look at myself, slept soundly woke up in the morning and drove to the hospital.
We were there at 6:0 a.m. as the surgery was due to begin at 8:0am
My whole family was there. I don’t remember anything about the surgery but know that it was 4.5 hours long with 4 hours of post op and finally at 5:0 P.M. I was wheeled into the room and I saw smiling faces of all my loved ones.
Now begins the Party/Feast Time! 

AFTER THE SURGERY
I had this semi-private room at the hospital with no one on the other side.
My entire stay at the hospital seemed like one long party as you all made it so special with your visits. Friends and family were there all three days till late night and my nurses commented that I must have special friends and I whole heartedly agreed. Loubaina came the next morning after the surgery and made me walk up and down in the corridor (I have been walking ever since) and then we went down to the cafeteria where Murtaza, Lamiya and Nisreen joined us. Next day Durriya came early morning and we spend a quiet morning walking and talking for a few hours. It is because of all your love and support that I did not feel like I was in the hospital.
All the talking and chatting diminished my pain or at least my focus on it. My doctors were pleased with my progress and I was allowed to return home on Monday. 

RECOVERY
Kausar visited one evening – the Friday evening when I got the long awaited call from my doctor telling me that I was in the clear and that my pathology report was negative. Interestingly enough, my left side where the mastectomy was elective did have atypia and LCIS (pre-cancerous conditions). 
This meant my treatment was complete at this time and I can truly move on now with my life and plans. However there is no such thing as move on – you carry all your experiences with you and they make you and shape you every step of the way.

MY MESSAGE
I just feel blessed; so blessed that thanks is not adequate. I feel somewhat different from what I did a few months ago – same in so many ways yet so different in many others.
I truly feel like I am beginning to understand the meaning of: 
Do not fear; Life is too short so get your priorities straight; Do what you believe in as you may never get the chance again and be thankful every day for what you have – your family and friends.
I hope I hold on to these thoughts and this feeling of peace for all my days to come as that is what Life is truly all about.
I am sharing this experience with you as a small token of my appreciation for all you did for me and besides I love to talk!

Take care and God Bless!
Masooma B.
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