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How Does FM Affect the Supporters?

It is definitely challenging to have a chronic illness like FM. However, FM can also be challenging to the supporters – family, friends, the spouse. While this is true for all chronic illness, research suggests that FM is especially stressful for relationships because of the ambiguity and lack of definitive diagnosis or treatment. People with FM often take years to get a diagnosis (during which time, the supporters are also left with uncertainty). And many people go for years before finding some form of management – if they ever do find a program that ‘works’ for them.  This uncertainty is emotionally draining for both the person with FM and her supporters. This article is about the stresses for supporters who may be a spouse/partner, parent, child, sibling or friend, male or female.
Caregiver fatigue
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Caring for or supporting someone with a chronic illness can require a lot of energy – both physical and emotional. The exact demands on a supporter vary widely. Sometimes, a person with FM only needs a sympathetic ear to listen to the challenges of perpetual fatigue or fibrofog. At the other extreme, a person with FM may be so disabled that he needs help with self care activities such as dressing and bathing.  As a result, the amount of support or care that is needed can vary quite a bit from person to person. Supporters may be trying to provide this support after a full day of work and/or childcare. Life can be exhausting for any of us, but trying to do the work of 2 people can be grueling. Don’t let yourself burn out.

Supporters need to take care of themselves. They need to get proper sleep and exercise. They need to do things they enjoy, without feeling guilty. There may be activities the supporter once did, but has stopped doing because he/she feels guilty that the person with FM cannot join in, or might be left at home. But it doesn’t help either person for both to sacrifice more than necessary. And sometimes a person with FM can enjoy a quiet evening at home alone, perhaps reading a book while sitting in a hot bubble bath. 

If the FM family has young children, that may add child-care responsibilities to the supporter role. Or there may be an elderly parent needing care, as well as the person with FM. These additional burdens can leave the supporter fatigued or short of time, forced to choose between taking care of the kids, the partner, or herself. This, in turn, can lead to guilt about whatever does not get done.  More about guilt, later in the article. 

Supporters should try to share the support role or enlist others to help. Are the children old enough to help clean the house or cook meals? Is there a neighbor who can watch the kids for a couple hours in the afternoon? Can you afford to hire someone to come clean the house once a month? The family should talk about what needs to be done (and what does not need to be done) and who can do what. Supporters shouldn’t just take on all the extra roles because that is the path of least resistance. While the beast of burden role works well for an acute illness lasting only a month or two, it is not sustainable for years of chronic illness.   Don’t burn out!
Guilt


Guilt is a common experience among caregivers for all forms of chronic illness. We each have an image of the ideal of the person we would like to be. But chronic illness doesn’t allow for that ideal world or life. Vicki Rackner, MD, sums it up in an article she wrote “Managing Guilt” (on the Strength for Caring website): “You may have feelings that are not in line with the Ideal You. You might feel angry about the injustice of your loved one’s illness. You might even feel angry at your loved one for getting sick! Then you might feel guilty for feeling angry. You may even feel guilty about feeling guilty!”

Acknowledging the guilt is a good first step.  It is okay to say “I feel guilty about feeling angry; I’m not even the one who has fibro.” It’s okay to be angry; just don’t stay angry too long, as it drains your energy. It is also okay to feel guilty about not getting something done for your partner. You can’t do everything.  Remind yourself that you are not in your ideal world, so it isn’t realistic for you to accomplish everything or never have a bad thought.  

You may also feel guilty about wishing you could do things you used to enjoy doing. Maybe you really wish you could take a week to go fishing or travel to visit your sister, but you believe you can’t because of your caregiver role. Thinking back to the discussion of caregiver fatigue, remember that it is important to make time for activities that rejuvenate you. Taking care of yourself now, helps you be available for your family or friends in the long haul. Don’t burn out!!
Grieving


Just as the person with FM may grieve for the life she has lost, the supporter may also grieve for how FM has changed his life or their lives together. For a young couple, FM may affect their ability to live as a 2-career household, buy a house, or raise children. For an older couple, FM may change retirement plans – they may have intended to travel or play golf when retired, but now not be able to. 
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In cases like this, it is important to acknowledge the loss without blaming anyone. Nobody chooses to have FM; people often do not choose to be supporters. So, it is important to talk about the changes, don’t hide from the losses, but look towards the future. Discuss what you can still do, or things you can do instead. Maybe you can’t travel in retirement; instead, maybe you can stay home and spend more time with grandchildren. 
Intimacy


Intimacy is another difficult area for people with FM and their partners. Physical intimacy is an important part of long-term partner relationships, but FM can interfere for several reasons. The first problem is simply the pain – sometimes physical intimacy is painful because of the positions, movements, or stress to pelvic muscles that may themselves be painful.  Fatigue, depression, negative self-image and anxiety can all make physical intimacy worse. Medications may compound the problems. 

This decrease or difficulty in physical intimacy can affect the supporting partner in many ways. He or she may feel frustrated, resentful, stressed about the unpredictability or about not knowing how to help. Your partner may also feel rejected by your decreased desire for physical intimacy, even though your actions are driven by FM symptoms and not your feelings towards your partner. Communication is key to working these things out. While it may feel awkward, it is important for you to express why intimacy is difficult, and for the two of you to explore ways to work around those difficulties.  The article on Maintaining Intimacy by Stonecypher has many helpful suggestions for resolving challenges in intimacy with FM. 
Positive Aspects of Caregiving


While we tend to focus on the negative aspects of caregiving and support, there can be positive aspects as well.  The well spouse may take pride in becoming competent in other tasks, such as a husband who learns to cook, or a teenage child who learns to do the laundry, or a wife who takes over the family finances. Caregiving also may help people develop new strengths, such as the ability to remain calm when things don’t go well or the ability to be nurturing when needed. 


Open communication between the person with FM and the supporter is key. Expressing your needs, and what you can or cannot provide. Setting priorities and making choices is also important. Maybe it isn’t so important that the house be super clean; maybe it is more important to play a game with the kids in the afternoon. Since you can’t do it all (and that applies to both the person with FM and her supporter), make sure that what you do is what’s most important to you. Improved communication can strengthen your relationship.

Suggestions for coping:
· Make time to do things that you enjoy. Sacrificing everything that gives you pleasure will drain your energy. Go fishing now and then.

· Make time to enjoy one-another’s company; don’t be ‘all work and no play.’ Institute a ‘date night’ or ‘family game day’ even if it something easy at home.

· Reframe your thoughts to emphasize the positive aspects – perhaps your husband is still delightful company, even if he can’t still play tennis with you. 
· Identify specific problems that can be solved. The FM can’t be fixed, but you could install a hot tub that would help ease the symptoms.

· Take advantage of community resources to help you. For example, grocery stores will now gather your groceries so that you only need to pick them up. Also remember to utilize social supports – friends, family or support groups – to share your burden as the supporter. Supporting can be hard work. Don’t burn out!!!
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Websites:

· Strength for Caring: a place for caregivers at www.strengthforcaring.com 

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

· The Well Spouse Association website at http://www.wellspouse.org/ 

September Potsdam Meeting: 


The Potsdam Fibromyalgia Support Group meeting, Thursday, September 23rd, 6:30 will be a guided discussion: “Supporting the supporters: What do our family and friends struggle with?” Spouses, family members, and friends are encouraged to join in the discussion. For information about meetings, contact CPH Physical Therapy Department at 261-5460.

Massena Meetings: 


Because of limited participation, the Massena Support Group will not meet for the winter months. Anyone interested in helping to rejuvenate the group in the spring, please contact facilitator Maxine Dodge, at 769-5778.  Many Thanks to Maxine for all the work she has put into the Massena group!
SUNY Potsdam Fitness Classes Start 


SUNY Potsdam Adult non-credit courses include adaptive water exercise, Tai Chi and Alexander Technique. 267-2167 or www.potsdam.edu/community/noncredit for  info.
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