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[image: image] Introduction

Will my symptoms get worse if I have a baby? And how will I be able to look after my child? These are the key questions asked by women with multiple sclerosis. The best place to find the answers is from other people, and that’s exactly the purpose of this book—to provide answers from the experiences of other people with MS. Based on the stories of dozens of parents with MS, this book tells what it’s like being a mother or father with MS, covering every aspect of the disease, pregnancy, and parenthood. Besides individual stories, it also gives all the latest scientific facts on this subject, both positive and negative. With all the facts both good and bad—you can be fully prepared for whatever decision you make.

As you will see, the medical authorities do not totally agree with one another. Even so, the general conclusion is good news: Women with MS who have children are no worse off in the long run than those who do not.

Being a parent with MS is not easy. Sometimes it’s heartbreakingly difficult. Even though the book has some sad stories, it also has many happy ones. No matter what happened to them, nearly everyone is glad they had children.

I have to admit to a bias in writing this book. As a mother with MS, I wholeheartedly support having children. A child makes your life so much fuller, richer, and more joyful. A child gives a dimension to life that you otherwise wouldn’t experience. A child makes you think of someone else first; a child makes you plan for the future.


My Own Story

I gave birth to Pascal in 1985, when I was thirty-eight years old and had had MS for at least twelve years. He was born at home, totally naturally. The labor lasted just over three hours and was easy. I started breast-feeding immediately and carried on for more than three years. Pascal is now fourteen. Even though I say so myself, he is tall, dark, handsome, charming, witty, and smart. He also makes a mean BLT sandwich. As you can tell, I love my son a lot. I haven’t been the kind of mother who could run along beaches or join him in bike rides. I haven’t baked cakes or sewn drapes. I spend much of my life sitting down. But does that make me less of a mother? I don’t think so, and neither does he.




Ten Good Reasons to Have a Child

[image: image]“Don’t let MS stop you from having children. They are the greatest gift from God, and they make your life better than you ever dreamed!”

[image: image]“Children give you hugs and kisses. It’s wonderful.”

[image: image]“If I didn’t have children, I would probably lie in bed all day feeling sorry for myself and then my MS would get worse. I don’t have time to think of how I’m feeling because I’m too busy being a mom.”

[image: image]“It’s such a joy to see how they develop. I wouldn’t be without my boys for the world, even though my MS has gotten worse.”

[image: image]“My son has taught me so much. God gives you children so that you can learn from them and learn about yourself. I would have put up with anything to have this child, no matter how bad the exacerbation.”

[image: image]“I couldn’t bear not having children. I would rather look back and think it’s been hard than never to have done it at all.”

[image: image]“Hang on and enjoy the ride—talk about a roller-coaster ride.”

[image: image]“MS has taken away so much from my life, but I’m not having motherhood taken away from me. I can have a baby, and I know I can be a good mother.”

[image: image]“Having a child gives some purpose to life. No matter how bad your day may be, you’ve got this child who’s dependent on you and whose love is number one.”

[image: image]“When I look at the kids, I can see what I have to be happy about rather than letting the disease eat me alive and feeling sorry for myself. Children give you a reason to live. They give you an energy to go on that you wouldn’t have if you were by yourself. You don’t dwell on your problems because you have someone depending on you and it’s your job to take care of them.”

THE TOP TEN QUESTIONS WOMEN WITH MS ASK

[image: image]


	Will pregnancy make my MS worse, in either the short or the long term?

	Will I pass on MS to my children?

	Do I need any special prenatal care because I have MS?

	Will MS affect my labor or delivery?

	What pain relief is safe for me during labor?

	What effect does an abortion have on MS?

	Can I lessen my risk of having a relapse after the baby is born?

	Should I breast-feed?

	What drugs are safe to take during pregnancy and while breast-feeding?

	Will MS affect my ability to look after my baby?



TOP TEN TIPS
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	Plan to get help once the baby is born. You may not think you need it now, but you may come to need it later.

	Think about who you can rely on for help. Ask them in advance.

	Don’t be afraid to ask for help.

	
Talk things through with your husband or partner. He may have to do more than he bargained for.

	Involve your family. You’ll need everyone’s support.

	Don’t try to do it all, or you’ll end up exhausted.

	Be realistic about the future. Plan for the worst, and hope for the best.

	Make decisions about your lifestyle that make things easier for you, not harder.

	Try to meet other mothers with MS. Role models help.

	Don’t let MS rule your life.



COMMON FEARS OF PREGNANT WOMEN WITH MS
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	Falling while they’re pregnant

	Dropping the baby after delivery

	Not being a “normal” mother

	Passing on MS to their babies

	Labor bringing on an MS attack







1 [image: image] Will I Get Worse If I Have a Baby?

First the good news . . . The good news is that you will probably be healthier during pregnancy than at any other time. Relapses are less likely during pregnancy. This is because the hormones in a woman’s body during pregnancy seem to have a good effect on the immune system.

Then the bad news . . . The bad news is that you run a high risk of having a relapse in the first six months after giving birth. The first three months are the riskiest. Up to 70 per-cent of women with MS have some sort of relapse in the first three months after having a baby.1

But there is more good news . . . Relapses in the first six months following childbirth usually make no difference to long-term disability.

Multiple sclerosis is most likely to be diagnosed just at the time when young adults are thinking of starting a family, facing them with a dilemma about whether or not to become parents. Not so long ago, neurologists advised women with MS against getting pregnant. They thought that having a baby made MS worse and that women with MS would not be able to look after a baby properly. But today doctors are much more likely to say, “Go ahead and have one”—as long as you have social support. Dr. Cassandra Henderson, the Associate Director of Obstetrics and Perinatology at Jack D. Weiler Hospital, says that what concerns her most is not a woman’s disorder, but her social situation.

One reason for this change of tune is research. Many new studies have found that women with MS are usually very well during pregnancy. And although there is an increased risk of relapse in the first six months after giving birth, having a baby does not generally alter the course of MS, nor does it make it worse in the long run. With support, mothers and fathers with MS can look after their babies perfectly well.

The introduction of new medications for MS has also changed the picture and made it more positive. But the new treatments affect the timing of having a baby. Some doctors think it is sensible to have a baby before starting drug treatment, since you can’t take the drugs while you’re pregnant, trying to become pregnant, or nursing.


Pregnancy

Most women with MS feel better than ever during pregnancy. Relapses are fewer and women enjoy good health. MS often stabilizes during pregnancy and sometimes improves. Relapses can happen during pregnancy, but they tend to be fewer than at other times. In one study2 it was found that disease activity declined during the second half of pregnancy.

[image: image]“I was absolutely wonderful during the pregnancy. I wish they could find out why pregnancy makes women feel so well and bottle it!”

[image: image]“I didn’t have any major symptoms. I was able to walk normally and never thought about whether it would get worse.”

[image: image]“Pregnancy had no visible effects on my MS one way or the other.”

[image: image]“When I was pregnant I was the healthiest I have ever been. Even with my big tummy, I could walk five blocks. I wasn’t able to do that before, and I haven’t been able to do it since.”

Immune Suppression during Pregnancy

One reason for the lower rate of relapse during pregnancy is that immune suppression occurs at this time.3 MS is considered to be an auto-immune disease in which the immune system mistakenly attacks itself, so although the exact mechanisms of action are unclear, immune suppression results in fewer symptoms. A complicated network of interactions among the immune, hormonal, and nervous systems probably explains the favorable effects of pregnancy. During pregnancy there are a number of substances present in a woman’s body, such as alpha-fetoprotein, that may have a good effect on the immune system. Estrogen and progesterone, both of which reach high levels, have strong modulating effects on the immune system too.

John N. Whitaker, M.D., a neurologist at the University of Alabama in Birmingham, Alabama, suggests the following mechanism:

Several alterations in immunologic status occur during pregnancy, among them an apparent shift from a predominance of type 1, or proinflammatory, helper T cells, to type 2, or anti-inflammatory helper cells, with a reversal after pregnancy. . . . Proinflammatory helper T cells appear to have an important role in the pathogenesis of multiple sclerosis. The influence of anti-inflammatory helper cells in the mother during the last trimester of pregnancy may lead to suppression of disease, which then escapes control when the shift from anti-inflammatory to proinflammatory helper T cells occurs during the post partum period.9

[image: image]

What the Medical Literature Says about Pregnancy and MS

Pregnancy has a favorable effect on the course of multiple sclerosis on both a long-term and short-term basis.4

The conditions of most women with MS stabilize or improve during pregnancy. . . . exacerbation rates are reduced to about half that expected in non-pregnant patients with MS.5

Relapses occurring during pregnancy were generally mild or moderate and left no or minimal residual disability.6

Despite early reports to the contrary, pregnancy is now generally considered to provide a stabilizing effect on the clinical course of MS.7

Pregnancy does not appear to be a period of greater risk for exacerbations, but, on the contrary, it seems to act, on the whole, as a protective event. These data allow physicians to provide reassuring counselling to women.8

[image: image]

Some scientists say it makes sense to isolate the protective factors during pregnancy and develop them for use as a treatment. The animal model for MS, experimental allergic encephalomyelitis, has been treated with limited success with alpha-fetoprotein. A vaccine against rheumatoid arthritis that re-creates some of the conditions of pregnancy is currently under development.

Attacks during Pregnancy

Even though women are often better during pregnancy than at other times, relapses can happen. One study of 125 patients found that although relapses were significantly reduced during pregnancy, they still occurred and were occasionally severe.10

[image: image]“When I was about three or four months pregnant with my first daughter I was twenty years old. I developed a cold, wet, burning sensation all down my left leg and into my foot. The doctor thought it could be a pinched nerve, or a blood clot, or whatever, but he couldn’t really do any testing. It was only after the baby was born that I realized it was an MS attack.”

[image: image]“Around eleven or twelve weeks into the pregnancy I started having bladder problems. I couldn’t pee. I would sit for twenty minutes and push with all my might and run water and everything, but I couldn’t go.”




The Risk of Relapse after Having a Baby

There is no hiding the fact that there is an increased risk of relapse in the first six months after having a baby. You stand roughly a fifty-fifty chance of having an attack at this time. Which means you also stand a fifty-fifty chance of not having a relapse.

Relapse means a recurrence of MS signs and symptoms the patient had before or the onset of new ones. The official length of time a relapse lasts is more than 24 hours and less than two months. Anything less might be called an “episode.” Anything longer is probably not a relapse but a symptom which is part of chronic-progressive MS. The severity can range from mild to terrible. A relapse can include some or all of the following symptoms: gait disturbance, sensory loss, shaky movements, staggering walk, fatigue, paralysis of any limb, optic neuritis, increased weakness, bowel and bladder problems, or depression.

Relapses in the six months after childbirth can also be more severe than usual. This may be because of the changes in hormone levels at this time. The first six months after childbirth is generally considered to be one of the three most risky times for women with MS. (The others are puberty and menopause.) If you have been prone to exacerbations in the course of your MS, you are more likely to have one in the six months after the baby is born. The exacerbations are rarely permanent, however. After this period, relapses tend to go back to their prepregnancy level and the relapses that occur in the six months after having a baby tend not to make any difference to long-term disability.

Women with MS have a wide range of experiences following the births of their babies. Some noticeably worsen during the first year; others stay stable, while others may have relapses from which they partially recover.

[image: image]“When she was six months old, my walking started to go downhill. And from eighteen months, I was in a wheelchair all the time.”

[image: image]“I got as tired as any woman would normally get with a new baby. MS didn’t really affect me. It was just there, that’s all.”

[image: image]

What the Medical Literature Says about Relapses in the Six Months after Having a Baby

As compared with the year before conception, there was a decrease of about 70 percent in the rate of relapse during the third trimester of pregnancy, followed by an increase of about 70 percent over the prepregnancy rate in the first three months postpartum.11

Fifty-three percent of full-term pregnancies were followed by a relapse.12

The study suggested that the risk of clinical relapse after delivery may be higher than has been reported previously. Six of eight women (75 percent) experienced a flare-up in their MS postpartum. This was 10 times the rate observed in the same women during gestation.13

Between 20 percent and 40 percent of patients with MS will experience a clinical relapse or worsening of the disease during the three months after delivery.14

During the first 3 months following delivery there was a sharp increase of relapse rate. . . . Relapses tended to be more severe.15

The greatest risk of MS exacerbation occurred in the first three months after childbirth; 68 percent of postpartum exacerbations occurred during this period. The exacerbation rate appeared to stabilize beyond the six months after childbirth.16

The mean disability score worsened in this population of patients with MS from 2.4 late in pregnancy to 2.8 at 6 weeks postpartum and to 3.4 at 6 months postpartum.17

[image: image]

[image: image]“MS has just progressed in the usual way. Having two children hasn’t made much difference.”

[image: image]“I was fine until the baby was nine months old, and I thought I’d gotten away with it. And then—bam!—I couldn’t walk.”

[image: image]“Within hours of the birth I developed bladder incontinence.”

[image: image]“You can’t live your life always thinking, what if? No one knows what’s around the corner anyway. You can’t let MS rule your life.”

The worst case scenario for a new mother with MS would be to have an attack and never fully recover. Others have attacks but get over them. The lucky ones—and there are many of them—sail through their child’s first year without any flare-up of MS at all. Although it is unusual, there are some women who regret having had a child because their MS deteriorated afterward.

While there is no way of knowing what will happen in any particular case, the following stories illustrate the wide range of what can happen in the months after a baby is born.

“It’s the Worst I’ve Ever Been” [image: image]Liz’s Story

[image: image]

“I had a very bad relapse after my first son was born. It happened about six weeks after the birth. It’s the worst I’ve ever been. I couldn’t walk at all and had a lot of pain down my side. It was really horrible pain. They wanted to put me on steroids, but I didn’t want to take them. I think the relapse was undoubtedly to do with having the baby. But I was really mad because I didn’t think things through before the baby was born. I just assumed I’d be able to manage, looking after the baby and doing the housework. But I couldn’t.

“With the second one, I made sure I had plenty of help and I stayed in bed a lot and got plenty of rest. That time I was perfectly OK and didn’t have a relapse. With hindsight, I should have done the same for the first one.”

“Nothing Happened at All”  [image: image] Lilian’s Story

[image: image]

“I have very happy memories of my son’s first year. I never had a relapse, and my walking was good enough to go for lovely, long, springtime walks with him. I had had mild MS attacks when I was first diagnosed—arms, hands, or feet going numb or pins and needles—but during those first twelve months nothing happened at all. I was just like any other mother. Since then, my MS has deteriorated, but just slowly over the years and without any relapses. Having a baby made no difference to my MS, and I can’t imagine life without him.”

“If I’d Known What Was Going to Happen, I Definitely Would Not Have Had a Baby” [image: image] Jennifer’s Story

[image: image]

“I definitely got worse after having my baby. It happened five weeks after the birth. My legs just said, ‘That’s it—I’ve had enough!’ The doctor never told me anything about any risk, and it never crossed my mind that I might get worse since I’d had eight years of remission. But with hindsight, if I’d known what was going to happen, I definitely would not have had a baby.

“Before I had my son I was able to do a very energetic job out on the farm. I rode horses every morning at five. But now I’m so bad all I can do is my husband’s book work. I’m very weak on my legs and use a cane plus hold on to walls. I do sometimes think I wouldn’t be like this if I hadn’t had a child. If a woman with MS came to me asking for my advice, I’d tell her my story and tell her that if I’d known what was going to happen, I wouldn’t have gone ahead and had a child, even though I love him to bits.”




How to Reduce the Risk of a Relapse

A new mother is on call twenty-four hours a day, with interrupted nights and lack of sleep. Moreover, once the baby is born, the hormonal and other factors that modulated the immune system return to their prepregnancy state. While the results of studies on the causes of relapse are not clear-cut, common sense suggests that physical and emotional strain are front-runners as triggers for a relapse.

TIPS TO REDUCE THE CHANCE OF HAVING A RELAPSE
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	Get enough rest.

	Get undisturbed sleep.

	Don’t overdo things.

	Get treatment for anemia.

	Minimize stress.

	Avoid infection.

	Avoid getting too hot.



[image: image]

What the Medical Literature Says about How to Reduce the Risk of Relapse

Some researchers have tried to find links between possible triggers and relapses during the first six months after childbirth. They looked at various factors, among them the physical and emotional stress of childbirth, the physical and emotional stress of caring for a newborn baby, sleep deprivation, the type and dose of pain medication used during childbirth, breast-feeding, and socioeconomic factors.18

Adequate rest and the alleviation of stress seem prudent and may diminish the frequency or severity of attacks. . . . There is, however, no indication that rest offsets a relapse that is going to occur postpartum.19

It should be recognized that physical stressors, i.e., disrupted sleep patterns, compromised nutrition, excess weight, and lack of supportive household help, may contribute to worsening of disease in the postpartum period. All pregnant women with MS, whether they intend to breastfeed or not, should be encouraged to reduce the physical demands of the postpartum period by soliciting the help of others.20

[image: image]




Does Having a Baby Make MS Worse in the Long Run?

The most recent study to research this, carried out in Birmingham, Alabama, found: “There was no effect on the overall rate of disease progression during the 33-month study period, which included the year before pregnancy, the pregnancy itself, and the year after delivery.”21

The general view is that having a baby does not alter the overall course of MS, including long-term disability, but some researchers urge caution. In some cases, severe relapses in the first six months after childbirth can have lasting effects. What type of MS you have can make a difference. The medical studies have tended to focus on the 80 to 90 percent of women with the relapsing/remitting type of MS. The 10 to 20 percent of women with the progressive form, who suffer the greatest permanent disability, may do worse when they have babies.22 The positive figures about long-term outcome may also be influenced by the fact that younger and less disabled women with a better MS prognosis are more likely to have children than those who are older, more disabled, and who have a poorer prognosis.

One three-year study reached this conclusion.

Despite papers showing no effect of pregnancy on disability in large groups of women, some women do deteriorate post partum and do not recover. It may be that these are the progressive from onset patients, and they should be investigated separately before stating that there are no long-term effects of pregnancy on MS.23

Types of MS and Having a Baby

Dr. Cassandra Henderson says,

I would make very sure you understand the course your MS might follow both during and immediately after pregnancy. You should understand that while MS is an unpredictable disease, the severity and duration of your previous exacerbations are the best clues to predicting your future illness.

What happens to you when you have a baby depends to some extent on the type of MS you have. It is sometimes not fully explained to women that there is not just one kind of MS. There are two distinct types:


	
Relapsing/Remitting MS: This type is characterized by attacks that come and then go away again. In the beginning, you go back to being symptom-free after an attack. But as time goes on, or if attacks are severe, there is usually some residual damage.

	
Progressive MS: This is the type where there are no distinct relapses or remissions. Instead, the disease steadily progresses. You can also develop secondary progressive MS. Many people start by having the relapsing/remitting kind of MS, then after a certain period of time the disease becomes secondary progressive—relapses stop, but disease progression continues.



At the positive end of the spectrum is benign MS. Attacks are mild and infrequent, leaving virtually no disabling symptoms. Life span and lifestyle can be virtually normal. At the other end of the spectrum, MS can sometimes progress very rapidly with severe symptoms. In this small percentage of cases, life expectancy is dramatically shortened, and the person is significantly disabled. Between these two extremes lie most cases of MS. There is no guarantee that your course will stay the same throughout your life. It can sometimes happen that mild MS becomes more severe, perhaps after some stressful life event. Even though MS is said to be an unpredictable disease, the severity of relapses, how often they happen, and the damage they leave behind can predict to some extent what will happen in the course of the disease in each case.

Women with mild MS and less disability are more likely to have a baby and to get the full go-ahead from their doctors. Women with more severe MS and a greater degree of disability are more likely to give their doctors concern. Dr. Henderson cautions,

If you are a woman with a permanent or severe disability, I would carefully and fully discuss the social situation. It is key on two counts. One: the course of the pregnancy and the postpartum situation can be somewhat more complex as a result of disability. The possibility of an exacerbation after delivery is increased, although, on the whole, an exacerbation is not any more permanent for a woman with more disability than for a woman with mild MS. Two: after the child is born, adequate support is more likely to be required than in the case of an asymptomatic woman.




What If You Do Have a Relapse?

The first step is to get help so that other people can look after the baby and do the cooking, the shopping, and all the household chores. If possible, you should not be separated from your baby. The priority for the baby is that you are physically there. Your presence is more important than anything you actually do.

If you have a relapse bad enough to send you to the hospital, talk it through with your doctor to see whether you can have treatment at home instead. If not, try to arrange for someone to bring your baby to the hospital as often as possible. Even though it will be distressing for the baby—and you—to be parted from each other, it is better for the baby to see his or her mother in the hospital than to not see her at all.

If you do have a bad relapse shortly after having a baby, you may feel you made a mistake in having a child. This is a common feeling, but almost always short-lived. The temporary feelings of regret and of having made a mistake disappear when the relapse subsides and you experience the joy of your child once again.
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