NEW PASTOR ORIENTATION HANDBOOK

Section 11 - Contact with People
Learnings Along The Journey

Pastor Hilkka Aavasalmi

Bracebridge ON 

October 1st 2010 

A lump was discovered in May 2009 and I was diagnosed with breast cancer in June. This necessitated a lumpectomy and lymph node biopsy on June 30th. The latter showed that the cancer had spread to 2 of the 3 lymph nodes (so they were removed during surgery). As a preventative measure, the remaining 9 lymph nodes were also removed on July 22nd.  Fortunately all 9 of those were negative.

 

The journey continued with both medical and radiation oncology appointments, numerous tests, a temporary PICC line insertion (for delivery of chemo & hydration), chemo (6 treatments every 3 weeks  September to January) and 20 radiation treatments Monday-Friday ending March 1st 2010.  As a precaution, I will be taking one pill daily for 5 years (Tamoxifen) to suppress estrogen (which feeds breast cancer).  

I am thankful to God for His faithfulness and goodness to me in the midst of challenging times and for the tremendous support of many friends, family members, colleagues and acquaintances, along with the prayers of many in places too many to number.  I will be forever grateful.  It is my prayerful hope that the following information might in some small way, bring help and comfort to someone somewhere travelling this same pathway, as well as to those who travel with them.
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IMPORTANT FOR THE PATIENT
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HOW DO YOU DEAL WITH THE NEWS?

· GIVE IT TO GOD RIGHT FROM THE START:  the lump was first discovered during a routine physical (so get regular physicals!)  When I got outside to the parking lot, my first inclination was to make a phone call. Instead, I decided to stop and give it to God right there:  “this news is yours, this journey is yours....”  By God's grace, that was the best thing I could have done as it got me heading in the right direction from the start.  



· CANCER DOES NOT DEFINE MY LIFE:  God reminded me that this diagnosis does not define me, He does (so though it may try to take centre stage over and above everything in your life it doesn't need to).  I was also encouraged by the words of a nine year old cancer sufferer: 
“ya can't let cancer ruin your day.”  His words helped to orient my thinking more than once.  



· PROCESS & PRAY:  I took time to intentionally “stop the world” to process and pray with someone at critical stages (i.e. "God, what should my orientation or attitude to this news be?")   A friend's suggestion to do Lectio divina was also very helpful.  What jumped out at me from a Psalm was “God is in the midst of her, she shall not be moved!”  A strong and encouraging word that stayed with me for a long time.

· TAKE COURSES:  if the hospital offers courses (& fortunately RVH in Barrie ON did) take them!  I took “Look Good Feel Better”  “The Emotional Journey” and “Chemo Education” all of which were excellent and worthwhile.  I found it somewhat puzzling that some people chose not to avail themselves of these opportunities.  

· DON'T BOTTLE UP YOUR EMOTIONS:  It was good to be reminded early to be sure not to stuff your feelings inside (as they will create added internal pressures you don't need with all you're coping with and will figure out other ways to come out anyway).   Though I didn't cry a lot, the times I needed to, I did.  On occasion I was teary, though not particularly sad; it was just a release.  I have to say that I think my primary sense of that time, though there were difficult moments to be sure, was of much joy and peace sprinkled with plenty of laughter!



· LEARN FROM OTHERS WHO'VE BEEN THROUGH IT:  I had a Christian neighbour who was 2 jumps ahead of me in the same journey.  Being able to ask questions about what to expect was extremely helpful (as well as getting tips about what to do or not do).  However, keep in mind that someone else's experience may not be yours (for example, she found the initial round of oncology appointments and information overwhelming while I didn't).  



· CANADIAN CANCER SOCIETY offers a lot of great information, free services and can also connect you with people you can ask questions from.

COMMUNICATING THE NEWS WITH OTHERS 

· SUGGEST HELP WITH COMMUNICATING THE NEWS IF NEEDED
Surprisingly, this was one of the biggest challenges for me.  Who wants to know?  How much should they know?  Especially since I've lived and worked in a lot of different places, it took time and energy to work through this (& I'm sure many brain cells valiantly gave up their lives in this effort... :-)  So if appropriate,  offering or suggesting that someone help someone with communication could be a great way to offer support (can I make some calls for you?  Take some calls for you?  Help draft an email?  Let the church know on your behalf?)  



· USE A WEBSITE:  using www.caringbridge.org as my one central communication method was EVER so helpful. This way people could choose to check for updates if they wanted to, or they could actively sign up to receive email alerts when an update was posted.   I also made it a bit of an educational tool by letting people know what was going on and posting some pictures along the way.  There is also a place for people to write notes and I was encouraged by this and had several good laughs as a result.  Others can also create and update the site for someone who may be too ill.  



· CONFIRM WHEN YOU CAN SHARE THE NEWS:   In one case, someone inadvertently shared the news before I was ready.  It wasn't a big deal but I was surprised by this.  Also, I told my congregation a day before I told my mom (because I wanted to wait until a family member could be with her).  So I asked them not to share the news (as it would have been terrible if she'd somehow heard something second-hand).



· CHILDREN  At the Emotional Journey workshop, they wisely noted this about communicating with children: don't keep children in the dark about what is going on (especially those who are directly impacted).  Otherwise, you send them the following message: “when something really hard happens in our family, we don't talk about it.”  This may then make it difficult for them to speak up when something really hard happens.  

My 10 year old great-nephew Aidyn overheard his mom (my niece) on the phone and afterwards asked “who has cancer?”  She wisely explained it to him and as a result he went on to do one of the nicest things anyone has ever done for me. He got three of his friends together and ran a “Lemon-Aid” stand that raised $200 to stamp out cancer.  When asked who he was doing it for he said “my aunt.”  This still moves me deeply...

When kids asked about my baldness, I said “I had to take some really strong medicine that knocked all my hair out but it will grow back once I'm finished.”

WHAT TO SAY TO SOMEONE?


· GO SHORT OR GO LONG: The best words were normally either short (a sincerely spoken "I'm so sorry Hilkka") or a longer (e.g. a personal email encouraging me, offering support and reminding me what I mean to them).  One male acquaintance emailed me and began by saying “I don't know what to say” and I really appreciated and understood that!  Warm & wordless hugs also communicate a lot.  


· BE AS POSITIVE AS POSSIBLE (taking into account the individual circumstances). Sometimes other people are far more upset than you (the patient) are.  They go over “worst case” scenarios “I know so & so who suffered blah blah blah... ”  (not helpful...)  Especially when cancer is caught in the early stages, reinforcing positives is good.  At the same time, try and avoid cliches like “just keep a positive attitude” (you hear that one a lot....) So if people aren't sure what to say, counsel them to keep it simple.


· ENCOURAGE LOVED ONES AND CAREGIVERS: As the patient you are also concerned for those who care about you.  Offering a word of encouragement & support to close friends & family members (especially those doing the heaviest lifting) is REALLY appreciated.  

WHAT YOU MAY NOT KNOW 


1) Not everyone suffers from nausea or throws up.  I'm so grateful that I suffered from neither (which I believe was both an answer to prayer as well as the result of the many advances in treatments and drugs).  I was surprised to find out that a side effect of the second course of chemo drugs was intense joint pain (managed with painkillers).       


2) Many patients are strong enough to get out and carry on with many regular activities. Though I certainly rested at times, I continued to go out in public.  I preached during most weeks when I didn't have treatment (not because I had to, but because I wanted to and could).  I simply took extra precautions, washed my hands, used hand sanitizer constantly and eventually wore medical face masks to keep from picking up germs (as chemo lowers resistance to infection).  I avoided concentrated crowds (for the most part) and didn't go out much for the few weeks when circulating “bugs” were highest and my resistance lowest.  (I imagine this would be less of a problem in summer.)  


3) Though chemo drugs are powerful and must be administered very carefully, I did not “feel” anything as the drugs went through my system.  I also left treatments walking under my own steam as most people do.  


4) Once the initial tests and set-up has been done, radiation only takes a matter of minutes (once you get in).  The radiation itself takes less than a minute.  I drove myself to and from appointments with no problems and suffered no real side effects to speak of.    


5) Lymph, Lymph nodes & Lymphedema.  Lymph is “a clear watery sometimes faintly yellowish fluid derived from blood cells and circulates throughout the lymphatic system.”  Lymph nodes “filter the flow of lymph  passing through the node called also lymph gland.”   Lymphedema: “the accumulation of lymph in soft tissue with acoompanying swelling, often of the extremities: sometimes caused by inflammation, obsturction or removal of lymph channels.”

HOW TO HELP


· PRAY AND ENCOURAGE OTHERS TO PRAY  Getting a card from a church's prayer group or knowing it was going in church bulletins as a prayer request meant a lot.

· ASK IF THEY WOULD LIKE YOU TO PRAY WITH THEM NOW OR LATER  
As a Christian with many Christian friends and colleagues, once the word got out, lots of people wanted to pray with me.  However, there is a lot to absorb so one can be quite distracted and tired at times.  It may be a good practice to check "has someone already prayed with you?"  or “I'd be glad to pray with you personally or as soon as I get off the phone..” 


· HELP WITH RESEARCH 
An enormous task is doing a lot of research and reading in a very short period of time in order to understand the diagnosis and make the decisions required. Helping to research and process the medical information could be of great help.


· SUPPORT THROUGH PRESENCE  
I invited various people to attend almost all of my doctors appointments including each of my chemo treatments (I drove to and from radiation treatments on my own).  However not everyone would be inclined to ask someone.  So offering  to attend (or arranging others to attend) may be welcomed.  This is especially true in early doctors appointments when massive amounts of information are coming at you in short periods of time.  (Being there is the main thing so don't feel like you have to talk all the time).    


· PERSONAL HELP  
Specific practical offers tailored to the individual situation e.g. I got more than one offer to help with pastoral or preaching needs.  An invitation for a meal or offering to help with cleaning, organizing or other tasks may be welcomed. 


· GIFTS  Depending on the individual circumstances helpful gifts could be: gift certificates (bookstore, video, restaurant, personal care e.g. massage).  Someone who remembered that I loved lemon meringue pies made one and dropped it off.  Someone else sent an arranged fruit basket which was really nice.  One of the most wonderful gifts was a prayer shawl I took with me to chemo (as the room is often chilly).  The person prayed for me the entire time they made it.  This is an actual ongoing ministry many people and churches are involved in.  One website is http://www.shawlministry.com/  and there are links to numerous Canadian churches involved.    


· VISITING People don't want to disturb someone who is going through treatments.  However this can also result in very few people calling or visiting when it may be needed.  Have someone check with the patient to see how they are (and then let people know if they are up for visits or calls).  


· CELEBRATE the “wins” / victories / milestones through an encouraging word, email or card.

IMPORTANT FOR THE PATIENT


· HYDRATION & EXERCISE  In “Chemo 101” the most important advice was “drink & pee” (to help flush the drugs through your system) and “keep active to the degree that you are able.”  Staying well hydrated and physical activity are important throughout chemotherapy and  in the weeks following.  

· DEPRESSION  It is not unusual for symptoms of depression to follow once treatments are done.  In my own case, about 6 weeks after radiation ended, I found myself getting irritable over small things that didn't normally bother me, felt a loss of interest/pleasure in some things I normally enjoyed and had difficulty making some small decisions (all symptoms of depression).  I took a few days off to spend time with friends as well as spend time at a retreat centre for rest and reflection.  It was necessary to take a break (especially as I didn't take one after my treatments ended).  Something to monitor.  


· LAUGHTER  Laughter truly is a good medicine so people who could make me laugh in spite of and in the midst of things were a God-send.  On the morning of my sentinel node biopsy & first surgery, I shared some things that got my friends and I going on a hysterical roll that had us laughing harder than any of us had in a long time.  A great way to start the day!  The day after my radiation ended we had Network meetings and my colleagues celebrated with me.  Among the things they gave me was a card that read “When life hands you lemons, make lemonade.  When life hands you crap, don't make anything (trust me on this...)”  Still makes me laugh......


· “CHEMO-BRAIN”   From a New York Times article:  “As more people with cancer survive and try to return to their former lives, a side effect of chemotherapy is getting more and more attention. Its name is apt, if unappealing: chemo brain.  Nearly every chemotherapy patient experiences short-term problems with memory and concentration. But about 15 percent suffer prolonged effects of what is known medically as chemotherapy-induced cognitive impairment.  The symptoms are remarkably consistent: a mental fogginess that may include problems with memory, word retrieval, concentration, processing numbers, following instructions, multitasking and setting priorities.” http://www.nytimes.com/2009/08/04/health/04brod.html 

In my own case, I noticed small changes in my ability to concentrate and remember (especially noticeable because I have a good memory).  So if someone seems a bit more absent-minded post-treatment, it is likely a side effect that will improve over time.


· TAMOXIFEN (or Arimadex) are taken for 5 years post-treatment. Out of all the high powered drugs I took, I ended up being most concerned about this one (because some of the side effects make you wonder if the cure is worse than the problem).  However I spoke with a pharmacist who said I needed to be primarily concerned with the most common side effects (& these ones were not common).  Also check the dosage (as it turned out, I was on ½ the maximum dosage). Knowing these things made me feel better about taking it and I have had next to no side effects.


· LYMPHEDEMA The arm the lymph nodes were removed from may have some swelling as a result.  My oncologist gave me a good piece of advice.  He said as long as I could get my ring off and on easily on that hand I should be fine.  I am still able to do so but do have some tightness in that arm so will be following up to see about physiotherapy.

RESOURCES 


·  A book that I would recommend for every cancer patient is the following: 

“A Reason For Hope: Gaining Strength for Your Fight Against Cancer” 

written by Michael Barry (chaplain at a large U.S. cancer treatment centre). 

The second chapter is entitled “Are You Afraid? -- Of course I am you idiot!”  He notes that fear is what every cancer patient has in common and that it's normal and understandable (but of course in the end, not helpful).  Also  there are many important things patients need to know: 

1) Every form of cancer has been survived (even by those on the brink of death)   

2) Medically cancer is now considered a chronic disease (like diabetes or asthma) that is curable and controllable (no longer considered a “fatal disease”)  

3)  God can and does heal disease (and as a chaplain in a major cancer centre he has seen it happen so many times that it could be considered commonplace).  Medically this is termed “spontaneous remission.”  (Available for $9.99 at christianbook.com)



· everydayhealth.com had a newsletter which was invaluable.  It seemed that just as I wanted to know something, the newsletter would cover it.  They have information on a variety of health conditions from A-Z at http://www.everydayhealth.com/ 



· The Canadian Cancer Society has a booklet (may not be easy to find) “Questions to Ask About Breast Cancer” which you can take along to doctor's appointments.  It notes the questions to ask at different stages of the journey (surgery, chemo, radiation....)  They also have pamphlets that can be downloaded at http://www.cancer.ca/  
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