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Section C
COPING WITH ALS

Managing the emotiona stress of ALS isamonumental task for both patients
and family members. The unpredictable progress of the patient’s physical
deterioration contributes to an array of fedlings that can be very powerful.

ISSUESto DEAL WITH
Depending on the physical challenges, a patient may experience the loss of

» walking, which reduces mobility and a degree of independence,

» dressing, bathing, and toileting, which can mean aloss of dignity,
independence, and self-image,

» gpeaking, which makes communication and human interaction more
difficult,

 edating, which results in aloss of independence and opportunities for
human interaction.

Trying to identify and name the concerns, such as helplessness, financia
worries, fatigue, fear, loneliness, or anger, may help a patient deal with the
loss. Sometimes a name or label helps a patient to fee a bit less out of
contral. It may aso help to improve communication, which can result in
obtaining more support.

Patients have both physica and emotional issues with which to cope.
Sometimes, when a patient cannot move freely, muscles become sore and
painful from remaining in the same position. Patients aso have emotional
responses to the changes they fed in their saf-image as a result of the
changes occurring in their body. For example, some patients feel worthless
when they can no longer manage responsibilities at home, such as mowing
the lawn, taking out the garbage, cooking, or doing the laundry. Others
experience intense emotion when they are no longer able to work outside the
home or to take care of young children.

Caregivers and family members aso have emotional and physical issues to
deal with, especidly fatigue and fear. Sometimes patients and family members
are experiencing different emotions and have very different needs. Emotions
change from day to day; some days they even change from hour to hour.
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Some responses worsen when they are accompanied by depression or
anxiety. A professiona can help sort out those needs and figure out how to
negotiate them. The Lois Insolia ALS Center socia worker is available to
patients and caregivers for counsaling in the home, to help develop coping
skills and strategies to manage the day to day chalenges brought about by
ALS. If emaotions fed al-consuming for long periods of time, please seek
assistance from the social worker.

The physical changes that result from ALS cause changes in the roles of
family members. It is important to recognize this, as it is often the cause of
frustration, anger, and emotiona pain. The physical changes may also cause
a change in roles within the extended family and circle of friends. Patients
who are used to being “helpers’ or “givers,” can find it especialy difficult to
accept the fact that they now need assistance. Thisis the time to accept help,
and, if possible, to ask for what is needed. Often family and friends want to
do something, but they don't know exactly how to help. Tel them—the
effect of such communication may be a pleasant surprise.

Tipsfor Patient Coping

» Break tasksinto smaler pieces and do alittle bit at atime.

» Change what you expect of yoursalf; recognize that you cannot do
everything you were doing before AND manage this disease.

» Accept and adjust to the physicd constraints imposed by the disease as
it progresses. It is necessary to continually redefine yourself and what
you can do.

* Ask for hep.

» Accept help.

Caregivers, take care of yoursalf as much as possible. Don't ignore your
body, especidly if you have medications to take and doctor’s appointments
to keep. Try to make good food choices and sleep as regularly as you can.
Arrange to get out of the house on aregular basis, even if it's just for a 15-
minute walk. Tak to your friends and share the emotiona burden. Paying
some attention to yourself is imperative; if you become ill, you cannot care
for anyone else.
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RESOURCESFOR COPING

Counseling

The Licensed Clinical Social Worker for the Les Turner ALS Foundation will
provide counsaling for the patient and/or family members, including children,
in your own home. These visits are scheduled by appointment.

Web Sites

Family Caregiver Alliance at www.caregiver.org

National Family Caregivers Association at www.nfcacares.org
Caregiver.com at www.caregiver.com

Support Groups

Support groups are led by professiona Les Turner ALS Foundation staff
members. Call the Foundation at 847-679-3311 to confirm date and time, as
occasional schedule changes are required.

» Elk Grove Village, at Alexian Brothers Medica Center,
800 Biesterfield Road; fourth Saturday of the month,
10am-11:30am

» Libertyville, a the Marytown Retreat and Conference Center,
1600 W. Park Ave,; first Wednesday of the month,
6:30pm-8:00pm

e Orland Park, at the Calvary Reform Church, 15101 S. 80th Ave;;
second Saturday of the month, 10am—11:30am

» Skokie, at Temple Beth Israel, 3601 W. Dempster; second Wednesday
of the month, 7pm-8:30pm

What is a support group?

A support group is an opportunity for patients and caregivers to give and
receive emotional support, and to share information and practical experience.
This may include learning how to improve function, drug tria information, or
the latest in technological advances. Each group is led by two professional
facilitators, which alows participants to divide into two groups. a patient
group and a caregiver group. While they are separated, members of each
group have the opportunity to speak freely about such topics as burnout and
other coping concerns, without worrying about hurting a loved one's
feelings. Occasionadly a guest speaker, such as the Center’s occupational
thergpist or speech therapist, attends the meeting to provide information. All
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information and support provided is geared to help in coping with the disease
in order to maintain as high a quality of life as possible.

Why participatein an AL S support group?

Support groups are a resource to help patients and caregivers feel a sense of
camaraderie with others who are living with this devastating disease. No one
can understand the feelings and emotions involved better than another patient
or caregiver who is also struggling to live with ALS. At support group
meetings, some things just do not have to be explained, as they often do in
other socia situations. The group provides a kind of emotional respite, with
understanding and care.

Can | cometoagroup if | am afraid to share my feelings?

Some participants may decide to not share, and to just listen. However, most
soon fed that the support group is a safe place to share emotions. It provides
an opportunity to learn how other patients and families cope with smilar
problems. Taking with others whose everyday perspective on life's
problems has been atered by ALSis aso helpful.

Can | ask questions about practical matters such as drug trials or
equipment?

You can ask about absolutely anything at a support group meeting. The
meeting’s only agendais to meet the needs of the patients and caregivers who
attend the group.

Coping with the Stress of ALS in the Family

The issue of how children cope when ALS is in the family is extremely
complicated for severa reasons. The physiological capability of the brain is
quite different in a Sx year-old versus a nine year-old versus a fourteen year-
old. These differences are often referred to as a child’' s developmenta stages.
The developmental stage tells us what we may presume a child has the
capability to process and understand. However, within those stages there are
aways individual variations. Regardless of the child's age or developmental

level, the most important thing you can tell her/him is the truth.

When someone in the family has ALS, there is a certain amount of pain from
which children cannot be shielded. Therefore, it is most important that
children know they can ill go to the most trusted grown-ups in their life to
obtain information as they fed ready to ask questions. If children do not ask
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guestions, it is equaly as important for the grown-ups closest to them to
regularly let them know that they are welcome to talk about any concerns at
any time. It isagood idea to consult with the social worker regarding the task
of supporting the children in the family.
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