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For someone with fibromyalgia, each day is an inescapable pain that many don’t understand. Pain reduces our energy and reduced energy diminishes quality of life, for not only us but our families as well. Every day our world shrinks a little at a time. Others may see us as scatter brained, slow or inattentive, or even wonder if we are drinking. Fibro steals the most important thing... our ability to think and communicate. Is it any wonder we hide behind masks of happiness when we are having a hard time?

We lose words all the time, the phrase "it is on the tip of my tongue" was meant for Fibromyalgia sufferers ... it had to be, because we live it daily! People often believe that we are distracted, slow or unable to perform our jobs because we miss things that we would otherwise not miss. Our job performance suffers; we may receive reduced days and hours or get fired before we even know what is wrong with us.
[image: image5.png]CANTON-POTSDAM
HOSPITAL

Expert Care ¥ Personal Touch




Just like a puppy in a cage we often feel isolated and alone; our bodies become the cage, we lose our identity, independence, and zest for life! Our world shrinks on a daily basis. We lose our jobs, or go on disability ... our world shrinks. We experience fatigue ... our world shrinks. We lose our independence ... our world shrinks smaller still.

Children want us to play with them, significant others want our time and attention. However, more often than not our family can't understand how we feel, since we look just fine... but inside we are not fine! Loved ones want to help us but are frustrated. They see us in pain and can do nothing, outside friends and family members do not believe we are sick, children do not understand why we can’t attend events with them... Our relationships suffer.

Fibromyalgia is about losses!!!

We try to hide how we feel by wearing masks and this causes isolation. It only makes us angry and miserable not able to be real with who we are at any given moment. Our family and friends don't know how to deal with us anymore. We loose friends, family doesn't understand, and relationships suffer.
Even a touch from a loved one causes pain making us seem unavailable to our families.
Our world gets ever smaller...
It hurts to sit ...
It hurts to stand ...
Even a loving hug can cause us pain ...

So we try to act normal, we try to hide just how bad we feel, it may even work for a while, but sooner or later the pain catches up ... Then it takes over... Our friends try to help, but they simply can't understand why we are no longer able to do the things that were supposed to do. Why we can’t hold a job, walk a mile, not be depressed. They adapt, they try to help around the house to make us feel better.


Deep down inside though, we feel like we are letting them down.

We try to suffer in silence because we are in constant pain, we try to hide it, we deny it, but it just steals our life anyway...  How can we help but be depressed! No matter how we try to avoid it sooner or later Depression sets in. Depression did NOT cause our pain, but rather depression is directly caused BY our pain. Still there are some doctors that hang on to the myth that we are depressed and that the depression causes the pain, or worse yet that we need counseling not medical treatment. They hang on to the old belief that Fibromyalgia suffers are mentally ill. Depression is caused by the pain, but our depression still needs to be addressed. We may deny it, but how can you help but be depressed when every waking moment of your life you are in pain! These are just a few of the reasons people with fibro wear masks to hide their true feelings. People don’t understand the pain we suffer behind the mask. Maybe, if they were willing to walk a mile in my shoes, I could take off my mask for a while.
Contribute to a Book about Living with FM in the North Country

Members of the Potsdam and Massena Fibromyalgia Support Groups have been working to put together a book that expresses our experiences having FM in the North Country. While there are already many books on FM available, this book will hopefully describe some of the unique challenges we face up here. For example, the long, dark, cold winters take a heavy toll. Slipping on the ice. The stress of driving in snow. Isolation. The limited number of health care professionals knowledgeable about FM. What challenges do you face?


The tentative title of the book is: “Speaking Out, Living Every Day with Fibromyalgia.”  The January support group topic in Potsdam, “The Masks We Wear” will be one of the chapters. The book will include short essays, artwork, poetry, or anything else you think is important or that you want people to know about FM.  The proposed chapters include: Family Support, Job Loss, Depression, Other Medical Problems, Pregnancy and Parenthood, Poems and Artwork, Personal Experiences, Fibro Fog, Health Care Hurdles, The Masks We Wear, Questions/Answers.

We are looking for heartfelt expressions of your experience – you do not need to be a professional artist, poet or writer to contribute. We would also love to get family members and friends to write short essays about their experiences living, working, or being with someone who has FM. If you want more information or would like to help out, contact Debbie at: 384-4582. 
Trigger Points and FM: 

Regular readers are familiar with our column “Trigger Pointers.” Technically, trigger points (TrP) are distinct from FM. While there is some overlap between TrP and FM tender points, they are different things. People with chronic TrP may have a condition called Myofascial Pain Syndrome (MPS), which is different from FM, but whose symptoms overlap with FM. Unfortunately, not all health providers distinguish between the two when making a diagnosis. Both FM and MPS cause widespread pain, fatigue, trouble concentrating, headaches, irritable bowel, etc... 

Recent research showed that some common FM pain patterns are the same as MPS pain patterns; hence, some FM pain may be due to TrP. That has been the point of the Trigger Pointers column in the newsletter. However, MPS is a mechanical problem affecting the muscles, while FM is a neurological problem affecting the central nervous system. To make things more confusing, many people have both FM and MPS, and the source of pain may be mostly from FM on one day to MPS on another day. Stay tuned for more on TrP in future newsletters.
Updating the Newsletter Mailing List 

Because of the increased expense of printing and mailing newsletters, we will be updating our paper mailing list. We prefer to send out email announcements directing people to the web version of the newsletter; if we can move you from the paper mailing list to the email list, please let us know. Remember, you can always access current and past newsletters on the Potsdam Fibromyalgia Support Group web site: www.people.clarkson.edu/~lnrussek/FMSG.  If you want to continue receiving paper copies of this newsletter, please contact Anne Gilbert at 268-4351 or gilberta@clarkson.edu and let her know. In March, we will stop sending paper newsletters to anyone who has not contacted us. 
New Sessions of Pain CBT Group: 
The Growing Through Pain and Fibromyalgia Support Group will be starting sessions for new participants. This group provides peer support to help people learn and apply techniques of cognitive behavioral therapy (CBT) in dealing with chronic pain or illness. Contact Dianna Newton at 261-4054 or drdfibro@live.com for more information.
January Potsdam Meeting: 


The Potsdam Fibromyalgia Support Group meeting is Thursday, January 28th, at 5:30 pm. “The Masks We Wear.”  This will be a guided discussion of how we present a façade to the people around us: hiding our pain or fatigue, pretending to be cheerful, trying to look normal. What are the faces we present and why do we do this? The group meets in Clarkson Hall, at 59 Main St., Potsdam. For more info about the support group, contact Canton-Potsdam Hospital Physical Therapy Department at 261-5460 or email Lnrussek@clarkson.edu. 

Massena Support Group – 

New Date, New Location: 


The Massena Fibromyalgia Support Group will meet on Saturday, January 23rd at 1:30 in the Massena Library. There will be signs directing you to the meeting room. This meeting will be an “Open Discussion: What is on Your Mind?” Contact Maxine, at 769-5778, for more information.  
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(original artwork copyright Kris Rozelle)








