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How Fibromyalgia Affects the Family
We often talk about how FMS changes the lives of those who have it. But chronic illness affects everyone in the family, not just the person who is ill. 
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Grieving: It is normal to grieve any loss, and grieving is an important part of the coping process. People with chronic illness grieve the loss of health, of their previous lifestyle, sometimes of their ability to work outside the home. Family members may also grieve the “loss” of their loved one, lost plans for the future. There are 5 stages of grieving: shock, denial, anger, bargaining, and acceptance.  Family members may deny that anything has changed. They may be angry, either at the person with FMS or at the health care providers who cannot do more to help. Experts believe that grieving alone, holding it in, being strong for others, and staying busy are not good long-term solutions for working through grief. It is usually better to talk through your feelings, ask for help, and stay involved with people around you. 

Relationships and Communication: Chronic illness places strain on relationships. People with FMS often don’t want to say when they are in a lot of pain because they don’t want to be complainers. But then, family members don’t know and may worry about what isn’t being said. Or family members may feel frustrated, angry or guilty. It is important to find ways to keep communication open. Two basic rules for communicating about difficult topics can help keep conversations constructive. 1) Use “I” statements where you describe how a certain event makes you feel. For example: “I feel overwhelmed when dirty clothes are left on the floor” expresses your reaction to an event without blaming a person. 2) Alert your partner that you are concerned about how he/she will respond to your statement. For example: "I have something very important to tell you, but I'm afraid that it might make you angry." This both helps your partner reflect on his/her emotional reaction in advance, and helps you recognize the consequences of what you are saying. It is also important to communicate honestly with children. They will sense that something is wrong; if you don’t explain how your pain and fatigue affect you, children may assume they have done something wrong.  
Talk about the changes: When the person with FMS can’t do family activities he or she used to, the family needs to decide how to adapt. For example, if the family used to go skiing together the family can choose 1) to go, but the person with FMS will stay in the lodge and read a book, meeting up for lunch, 2) to go without the person with FMS, leaving that person home to indulge in a hot bath and spa day, or 3) to do something different that everyone can do, such as a sleigh ride. If everyone gets a say in making these decisions, people are likely to be happier with the end result. It doesn’t help for anyone to be a silent martyr, because the frustration eventually surfaces. Use the “I” statements discussed, above: “I would love to go camping with the family, but I hurt too much to buy the food and pack the camper. What choices do we have?”
Support the Supporters: Recognize that supporting someone with a chronic illness can sometimes be draining and discouraging. The well partner needs to maintain a support network and to take care of him or herself. Often, the well spouse will give up previous hobbies and friends to help more around the house. Or, the well spouse may feel guilty about going out and having fun when the person with FMS is at home in pain. Talk about these issues. The person with FMS might feel guilty that the well partner has given up activities once enjoyed, and might be happier if the partner went out and did something enjoyable or spent time with friends.  
Money: When people with FMS are unable to work, or unable to work full time, the loss of income affects the whole family. This strain is accentuated by the fact that people with FMS may not be able to do a full load of work around the house, either. Family members may feel burdened by the need to put more hours in at work or carry more of the load at home. It can help to have the whole family sit down and prioritize what is most important to each person. The extra money to buy a new TV might not be as important as having the well spouse at home to spend more time with the family. Or maybe the house doesn’t need to be quite so clean or the yard quite so neat. Talk about what is important rather than just taking on the additional burden of work, either at work or at home.

[image: image5.wmf]Parenting: People with FMS might not have the energy or might be in too much pain to do as much with the family as they would like. Family members can come to resent this or become angry or feel neglected. If the family can talk openly about the issues, you may be able to find solutions that make the best of your situation. Older children can understand that the more they help around the house, the more time and energy Mom or Dad will have for them. Make contracts with the kids: “If you cook dinner, I will have the energy to take you to the mall.” Instead of cooking dinner, it can be vacuuming, mowing the lawn, etc. Instead of going to the mall, it might be time to play board games or watch a movie together. These discussions can help kids understand that the parent with FMS has a limited amount of energy and must ration that energy over all that needs to be accomplished.
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Sources for more information: 

· Fibromyalgia Resources for Families at http://www.lclark.edu/~sherrons/home.htm. 

· The Well Spouse Association at http://www.wellspouse.org/ 
Books on caregiving:
· Caregiving: The Spiritual Journal of Love, Loss, and Renewal, by Beth Witrogen McLoed. Describes the challenges and potential joys of caring for any chronically ill family member. 

· The Fibromyalgia Supporter, by Mark Pellegrino, an MD with FMS. This old booklet still has useful information about being a supporter. 

· The Fearless Caregiver: How to Get the Best Care for Your Loved One and Still Have a Life of Your Own, by Gary Barg. Deals with practical issues that caregivers face.

· The Selfish Pig’s Guide to Caring, by Hugh Marriott, is about the unappreciated challenges of caring for someone with a disability. 

Documentary on Fibromyalgia


For those who missed last month’s showing of the documentary Living with Fibromyalgia (or if you want to share the viewing with friends and family), you can purchase the DVD from the website, (http://www.livingwithfm.com).

June Potsdam Meeting: 


The Potsdam Fibromyalgia Support Group March meeting will be Thursday, June 26th 6:30 pm in Clarkson Hall at 59 Main St.. This month’s discussion will be How Fibromyalgia Affects the Family. Family For more info, contact Canton-Potsdam Hospital Physical Therapy Department at 261-5460 or  send an email Lnrussek@clarkson.edu. 

Massena Group: Summer Vacation

The Massena Fibromyalgia Support Group will not meet during July and August. All members are welcome to attend the Potsdam meetings (car-pool!)
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