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A STEP-BY-STEP GUIDE TO NEW POSSIBILITIES IN SMA
Discussing treatment options with adults living with SMA
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With more effective treatment options now available,
the SMA story doesn’t have to stop at childhood.
Treatment can also provide substantial benefits for
adults, including disease stabilisation, slowing disease
progression and improving people’s quality of life,

In addition, clinically meaningful improvements in

motor function are possible.!

Previously, you might not have considered discussing
options for adults living with SMA because there

were no effective treatments. However, treatment
expectations have changed over recent years. This guide
is intended to provide you with some useful information
and tips about discussing the potential treatment options

that are now available for adults living with SMA.
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SMA CAN BE
CONFUSING.

None more so than for adults living with SMA. No one knows their SMA
better than those living with it. However, there can be confusion and a lack of
understanding about the treatments available and the benefits they can provide.

Opening up the options for adults living with SMA and getting them to
consider the benefits of treatment can enable them to achieve the life they
want and you to achieve the results you expect.




DISCUSSING NEW TREATMENT OPTIONS
CAN MAKE A DIFFERENCE TO THE LIVES
OF THOSE LIVING WITH SMA. “I would like to treat

as many patients as

possible to give them a
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motoneurons and motor function
continously.> Once motor function

has been lost, it cannot be regained

so early intervention is crucial for maintaining mobility. YOU CAN MAKE A DIFFERENCE.




THE BENEFITS OF SHARED DECISION MAKING
WHEN DISCUSSING TREATMENT OPTIONS
WITH THOSE LIVING WITH SMA
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message especially when talking

involves a careful appraisal of their potential benefits and to adult patients to make sure

possible side effects. There can be a lot of information to sy e omrelarsssed, fyen e

impart so having visual aids and printed materials to give information that is too complex,

to them can help aid their understanding. g g
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Given the complex nature of SMA and its treatment, it is probable ‘!‘
that those living with SMA will need time on their own to review '
all the available information before they can make an informed "

decision about the treatment that’s best for them. It is therefore

likely that several consultations will be needed before you can reach
a mutually agreeable decision. “https://care togetherinsma.eu/
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NO ONE KNOWS THEIR SMA BETTER
THAN THOSE LIVING WITH IT

“It’s pretty important to
me that |'ve got a good
relationship with my doctor

They are the best person to talk to in order to gain a good insight into their
SMA, their quality of life and their hopes and aspirations. What are their
concerns about their SMA? What would they like to achieve with any
treatment options? What would they like to maintain or improve in their LERG)Y o{f how adults an‘fl
quality of life? For example, be able to continue studying or working, be adolescents with SMA perceive
able to travel, maintain their independence or look after their family. and experience healthcare,

10 of 25 participants described

.. | have to build up a
rapport before | open up to
them.”?”

PERSON LIVING WITH
SMATYPE 2

experiencing brief or superficial
interactions with disinterested
and unknowledgeable HCPs,
generating a perception that adults
with SMA were not valued by the
health system.”

Engaging with those living with SMA and involving them
in the decision making process can lead to improved
healthcare and better outcomes for both you and them.®™

" That kind of attitude is CIVAVELY, ;:—-

K?&VK.LSE%EE reflective of what it’s like to be an
PERSON TREATING adult especially with ggcondition
WI;':'\:';AGAA PHYSICIAN thatis degeneratiV€’and changes
PERSONAL overtime ... theyjustdon’t really
PREFERENCES

see the value in supporting you
physically to help you with better

health outcomes.”?




THEN WE CAN UNDERSTAND
WHAT IS IMPORTANT FOR
ADULTS LIVING WITH SMA

Ina US survey of adults living with SMA and caregivers of
those living with SMA, the five most important treatment
benefits, ranked in order of importance, were:”

* Using the toilet unassisted

* Spending time alone/being independent

* Engage in social activities/building relationships

« Attend to personal hygiene independently

» Chew and swallow food

“|' was concerned |
could deteriorate in
the future even though
at that moment | was

rather stable.””

PERSON LIVING WITH
SMATYPE 2, GERMANY,
20 YEARS OLD*

“I think doctors should
be up to date, and advise
adults that there are
available SMA treatments.
I think that’s really

important.””

PERSON LIVING WITH SMA
TYPE 3, FRANCE,
32 YEARS OLD*

In the same survey, the five most important benefits

in terms of activities of daily living, ranked in order of

importance, were:”

* Increased mobility independence

* Using the toilet unassisted

* Self-feeding

* Spending time alone/being independent
* Turning in bed

In an international survey of

adults living with SMA:
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were the most important issues

and had the greatest effect on
the lives of adults with SMA.4




AND AGREE

Once you have agreed which is the
best treatment option, it is important
that you agree what the treatment

goals should be. These should be
specific goals that can be realistically
achieved with the chosen treatment.
Ideally, these goals should have a
defined time frame in which they
should be attainable.

The space provided on page 16 can be used to lock
down some specific, realistic and time-defined
treatment goals with those living with SMA.

This can be a useful agreement to refer back
to; it can help monitor and measure the
success of the treatment.
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EXAMPLE QUESTIONS THOSE LIVING WITH SMA MAY WANT
TO ASK YOU WHEN DISCUSSING TREATMENT OPTIONS

POTENTIAL TREATMENT BENEFITS

l”" - How long has the treatment
U

been available?

- How many people living with SMA have

received it?
- How effective is it? What is the evidence?

- How does the treatment work? What
does it do to the body?

- How will it help me reach my treatment
goals?

POTENTIAL SIDE EFFECTS

. + What are the potential

!

side effects?

effects?

- How likely is it that | will
l’\ experience these side

- What can | do if | experience these
side effects?

TREATMENT LOGISTICS

l”.' - How is the treatment
o

administered and how often?
- Will I have to go to hospital to receive it?
- Who will administer the treatment?
- How will treatment be coordinated with
my other multidisciplinary team (MDT)

visits (for example Physiotherapy,
Nutrition)?

TAKING THE TREATMENT
‘ - What will the treatment

‘ experience be?

N

e

- How will | know if the treatment is

. s special monitoring
required?
working?

- What happens if the treatment does
not work?

- What if I'm thinking of starting a
family?



GOAL SETTING

This space can be used to lock down some specific, realistic and time-defined treatment goals with those living with SMA.

DISCUSSION
NOTES

TREATMENT
GOALS

Agreeing therapy goals in the form of a

contract can be helpful.
%

)

IMMEDIATE
NEXT STEPS

For example a next appointment date or
important next steps related to each goal.

Think about what
" matters toyouin
your life and what you
would like to continue
" beingable todoin
........... . the future

Agree on a date to review
this agreement to monitor B
the response to treatment

REMEMBER...

S/ There are new treatment options available for adults living with SMA

s/ Without intervention, those living with SMA will lose motor function continuously

s/ Even the smallest improvements can have a major impact on their quality of life

s/ People living with SMA are an important source of information about their SMA

s/ Shared decision making can lead to better outcomes for both you and those living with SMA

s/ Shared decision making can help achieve realistic treatment goals for those living with SMA
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