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I just heard a cry from behind me, the room to my right.  It is a young woman perhaps thirty years old with Multiple sclerosis.  She is crying in her bed, tears running down her face when I come in.  I ask her if she is in pain but she has lost her ability to communicate.  I stroke her hair and that seems to help.  She stops crying.  There isn’t much one can do to help someone in the final stages of MS.  They are dieing though it could take years.  It could take years, but not tens of years.  They know this.  The woman is thirty and a redhead, sharp and cute.  What a life she could be having right now if not for the disease.
I wonder what my crying patient would write if she could? I wonder if it would be something like Nancy Mairs’ “On Being a Cripple” an essay of a woman that has Multiple sclerosis in the early stages, her experience with the disease and how she copes with it.  Reading the essay has caused me to think more about the people I work with every day.  Many of them have MS.  Others have Alzheimer’s disease, still others with Hodgkin’s, Parkinson’s and any number of other disorders which halts their lives completely and relegates them to this place, this “Long Term Care Facility” which stinks of antiseptic and, urine.  A prison for the patient’s own good, with no jailers except the disease which afflicts them.  My patients would envy Nancy Mairs.  Her freedom of movement however disjointed it may seem to her is far better then the crying woman in the room to my right, who is so stiff you could set her shoulders and ankles on sawhorses then set a table for dinner across her body, with fine china, no worries.  But MS is for certain unlucky people such as Mrs. Mairs progressive, she will one day find herself in that state.  She can see it coming although there is no direct quote she alludes to the realization, “and one day I may have to write that I will never walk again” (39) and “because I don’t know if I will ever make it again.” (44)  She knows, as do my patients, where this is all leading.  I am glad she took the time to write down her experience.

 Multiple sclerosis manifests itself differently in each patient. The disease causes the myelin, or coating of the nerve fibers, to become inflamed in the brain and spinal cord. The inflammation damages the myelin, and signals cannot be passed along to the nerve. Nancy Mairs describes this very closely, “Multiple sclerosis is a chronic degenerative disease of the central nervous system, in which the myelin that sheathes the nerves is somehow eaten away and scar tissue forms in its place, interrupting the nerves’ signals.” (38)  About 70% of the individuals with MS have what is called the relapsing-remitting, or RR type, of MS. They have periodic relapses or episodes where symptoms worsen. These relapses are followed by remissions, which involve partial or full relief from symptoms. The remaining 30% of people with MS have chronic, progressive disease. Although there are several subgroups, most individuals with chronic, progressive disease have a disease course that worsens steadily over time. The cause of the disease is not known but there are four major scientific theories; the first being that MS seems to be more common Worldwide around the 40th Parallel in the northern and southern hemispheres.  Studies have shown that people who are born in these areas are more likely to develop the disease.  Furthermore, if a person born in these areas moves to a different area before adolescence it becomes less likely that they develop the disease.  The second theory is that MS is genetic.  Having a parent with MS makes a person more likely to develop the disease.  Third, that MS is an auto immune disorder.  This theory is widely accepted but why the immune system is trying to kill the white matter of the brain is not known.  Lastly it is theorized that MS is triggered by a viral infection.  This infective agent may be indigenous to the 40th parallel regions of the earth making people genetically disposed to the virus react to the infection with MS. Presently the disease is incurable and there are no effective treatments to prevent or slow it for that 30% of inflicted people.  That’s why the crying woman can’t communicate, due to a brain tumor caused by the disease, yet her roommate who is also bedridden with MS can.  Still another patient in another room can communicate just fine and does so with luster and oftentimes vehemence. 
Healthcare providers often take abuse not deserve. Nancy Mairs writes, “The absence of a cure often makes MS patients bitter towards their doctors.” (45)  She goes on to explain that MS, being incurable thumbs its nose at a doctor’s abilities and this is hard on their egos.  Patients, though they may feel bitterness, have all their hopes riding on the doctors so they dare not lash out at them for fear of perhaps altering their fate. But the anger and bitterness they feel often needs an outlet, they need to lash out at someone. So they lash out at us, the Nurses, Nursing Assistants, Activities Coordinators, Housekeepers and even the nice Ladies who do the laundry. We are after all just trying to help, but the bitterness that the Patients must feel can, conceivably, cripple their good judgment as well as their bodies.  Mairs makes this comment on the subject of losing ones good judgment “One may lose one’s sense of humor.  That’s the easiest to lose and the hardest to survive without”(38).  And it is very true.  One Lady with MS laughs often and she is a joy to take care of.  Her sense of humor intact she receives good care in a timely fashion.  Another gentleman is insulting and rude. The staff enters his room with trepidation, grudgingly.  Oftentimes it is required for the Nursing staff not to enter the room unaccompanied for fear of the man making accusations of abuse that are unfounded, so the patient must wait until two staff members are available.  This can sometimes take as much as thirty minutes.  That’s a long time to sit in your own facieses. Oftentimes it’s hard to take care of someone who seems to hate you.  But we do, sometimes with professional detachment.  Most often with far too much invested feeling.
Nursing, care giving, can sometimes be stressful, other times it can be maddening and sometimes it can be boring but all the time it is satisfying.  Knowing that every action you do causes someone’s life to be a little better, even as small as stroking a crying woman’s hair in the middle of the night. A little cure for that moment in time, maybe all that is needed to make someone with an incurable disease like MS feel better for a moment.  Until the Doctors master this disease we can only continue to give the best care we can manage. It’s not what we can’t do for Multiple sclerosis victims that matters but what we can do for them in the here and now.  Plus everything, anything else we can do. 
