



























































“I need constant exposure to other ideas, other ways of work-
ing, so that I can provide the person and family members
with appropriate assistance in a sensitive and respectful way.”

(Social worker - Palliative care)

Communication

Effective communication within the family can help to minimize the
profound impact that living with ALS can have on the children’s lives.
Health professionals can play an important role in supporting good
communication between family members. Health teams need to know
as much as possible about the disease and the family, to communicate
effectively with them. The family needs to feel confident that help is being
given by professionals who have a sound working knowledge of ALS and
its longer term impacts. Most families living with ALS will at some time
feel overwhelmed and fearful. They will know that they need answers but
may not know what questions to ask.

“Families need assurance that they will not have to struggle

along this path alone.” (Counsellor)

Interdisciplinary team approach

The large range of professionals in a health care team can be confusing
and at times overwhelming for the person with ALS and their family. It
can be helpful to create a list of the professionals involved, with contact
details and a simple explanation of what they do. This can help children
in the family to have a clearer picture of who is involved and why. It

can also help the family if they can identify a team coordinator as the
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in the decision-making itself - to be a real part of the ALS “journey.”

“Dad’s attitude helped me and sharing my feelings with friends/family,
writing it down, sharing a project that we both felt strongly about -
writing a book about his life and illness - feeling like I was part of

the journey.”

The health team can also support young people when making home
visits by giving them the opportunity to ask questions about Mom'’s or
Dad’s care. They may not want a lot of information - you can check their
comfort levels by asking what information feels like “too much” at this
time. It is important their questions are answered honestly and openly.

Always check if there is anything else they would like to know.

Team members might also suggest how the children could help out and

spend “special time” with their parent with ALS.

This can help build their sense of belonging and self esteem. Special
times spent with parents and regular routines for “chatting” helps

strengthen family relationships.

Maintaining open and honest communication within the family is critical
to the well-being of the person with ALS, their caregivers, and their

children.

A family member who is reluctant to communicate may be reassured by
a discussion of the range of feelings and reactions experienced by other

families striving to manage in similar circumstances.
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if they are “to blame” - they need to be reassured that ALS is not their

fault. Children of this age can also believe in “miracles.” Very young
children do not think abstractly and may only need to know what having
ALS means right now, that is, what are the current manifestations of
ALS and how does it affect their parent and them. Concepts about the

distant future are not well understood.

Parents can sometimes be upset and hurt if they do not understand
the transience of young children’s reactions. Children may ask serious
questions and seem sad one minute and a moment later they will
be playing happily. This is normal developmental behavior at this
stage. Younger children can be obsessed with germs. They may need
reassurance that Mom’s or Dad’s ALS is not “germy” or contagious.
They also need to know that they will continue to be loved and cared
for. Wherever possible, parents should maintain the children’s regular
routines such as meal and bed-times, and be consistent about good
behaviour and discipline. School aged children should be given age
appropriate options regarding how they can help at home to make them

feel involved.

Example phrasing to consider:

*  Your mommy/daddy came to the doctor to find out why he/she
is having trouble walking lately and we found out he/she has
something called ALS. We're going to help him/her stay as strong

as possible and learn how to get around safely using a wheelchair.
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