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Evidence-Based 
Medicine is the 
integration of clinical 
expertise, patient 
values and 
preferences, and the 
best research 
evidence into the 
decision making 
process for patient 
care. 
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Best 
Research 
Evidence

▸ Depression resolves in 6 in 10 
people who take an 
antidepressant compared to 5 of 
10 who do not*

▸ 8 of 10 people who undergo a 
hip replacement experience 
“significantly improved” 
mobility*

▸ But….1 in 300 have to have their 
prosthesis replaced within 12 
months*

* Numbers for illustration purposes only and do not reflect actual evidence



Current Evidence-Based Practice 
(EBM): Patient Values and 

Preferences
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Patient 
Values & 
Preferences

Breast Cancer Screening for Women 50-69*

▸ Reduces risk of death from 1 in 155 women to 1 
in 196 women

▸ But…
▸ 1 in 4 women will have a false positive 

screen
▸ 1 in 28 women will get a biopsy
▸ 1 in 200 will have part or all of a breast 

removed unnecessarily

* From Canadian Task Force on Preventive Health Care



Shared Decision Making

12



Shared Decision Making

13

Patient and Family’s 
Values and Preferences

Patient’s 
Biological, 
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 Shared decision making occurs when a 
health care provider and a patient work 
together to make a health care decision 
that is best for the patient. 

 The optimal decision takes into account 
evidence-based information about 
available options, the provider’s 
knowledge and experience, and the 
patient’s values and preferences.

Shared Decision Making
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Shared Decision Making: Roles
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▸Patient
▸Actively participates and is the center of shared decision 

making

▸Physician, physician assistant, or nurse 
practitioner
▸Lets their patient know there is a choice and invites patient 

to be involved in the decision

▸Presents options and describes the risks and harms

▸Explores patient’s values and preference



▸ Improves 
▸ Quality of life

▸ Sense of control over illness

▸ Symptom relief

▸ Decreases
▸ Fatigue

▸ Stress

▸ Illness concerns

Shared Decision Making

Kiesler & Auerbach 2006; Hibbard & Greene 2013)
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Patient and Family’s 
Values and Preferences

Patient’s 
Biological, 
Psychological, 
and Social 
Context

Clinical Evidence 
and Expertise

(Couet et al 2014)
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▸While some medical decisions are pretty clear-
cut, others may require more careful thought 
before making a decision. One example might 
be a risky or expensive treatment like surgery. 
Another might be weighing whether to begin 
a new medication that could address an 
important symptom, but may also come with 
unpleasant side effects or pose a serious risk.



Steps to Shared Decision 
Making
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▸ Clearly define the problem and treatment options

▸Go over all of the treatment options with your 
healthcare provider, and make sure you understand 
how they work.

▸Keep in mind that not seeking treatment is a decision 
in itself, with its own possible pros and cons.

▸Remember that, for a disease like scleroderma, there 
are no black or white, right or wrong answers. 
Decisions have to be individually tailored to every 
person.
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▸ Weigh the pros and cons of each option
▸ Consider the relative importance of potential benefits and risks 

associated with each option. For example, if the option is taking 
a new medication, do you consider it more important to reduce 
troublesome symptoms or avoid potential side effects?

▸ Ask your healthcare provider to express benefits and risks in 
concrete probabilities: for example, maybe 75 in 100 people 
benefit from a certain pain medication, but it may lead to 
drowsiness and poor concentration in 10 of 100 people, and 
may cause internal bleeding in 1 of 100 people.

▸ Also consider include the cost and convenience of each option.
▸ Then, consider how important each of these benefits and risks is 

to you personally. Is it more important for you to be free from 
pain or are you more worried about the risk of experiencing side 
effects? 
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▸ Clarify which option your healthcare provider 
recommends, and why
▸If you receive conflicting information from different 

healthcare providers, let both of them know, and ask 
them to explain the basis for what they have told you 
in a tactful but direct manner. Why have they come to 
their conclusion regarding your diagnosis? Why is 
their recommended treatment a good option for you? 
What are downsides of what they are recommending?

▸In most cases, healthcare providers can’t tell you what 
they best choice is for you, but they can help you to 
understand your options and to weigh advantages and 
disadvantages. 



Steps to Shared Decision 
Making
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▸ Make sure that you have enough support to carry out your 
decision
▸Consider whether you have the resources to realistically 

carry out your decision – this could mean funds, childcare, 
transportation to and from your medical appointments, or 
time off from work.

▸Often, this requires planning and support from your family, 
friends, and even colleagues. Talking to people whose 
input you value can also help you come to a conclusion, 
but it’s important that you do not allow yourself to feel 
pressured into making a certain decision. Good doctors will 
respect your decisions, even if that means just taking more 
time to think about it.



Steps to Shared Decision Making
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▸Use a decision aid tool to keep track of things

Adapted'from'the'Ottawa'Personal'Decision'Guide'©'O’Connor,'Stacey,'Jacobsen.'Ottawa'Hospital'Research'Institute'&'University'of'Ottawa,'Canada.'

Making'Healthcare'Decisions'

'

' How'likely'is'it'that'this'will'happen?''

1'='very'unlikely'
2'='somewhat'unlikely'
3'='neither'likely'nor'unlikely'

4'='somewhat'likely'
5'='very'likely'

How'important'is'this'to'you?''

1'='not'important'at'all'
2'='slightly'important'
3'='moderately'important'

4'='very'important'
5'='extremely'important'

Option'1:' '

!

Reasons'to'Choose'this'Option!(Benefits/Advantages/Pros)!

! ! !

! ! !

! ! !

Reasons'to'Avoid'this'Option!(Risks/Disadvantages/Cons)!

! ! !

! ! !

! ! !

Option'2:' '

!

Reasons'to'Choose'this'Option!(Benefits/Advantages/Pros)!

! ! !

! ! !

! ! !

Reasons'to'Avoid'this'Option!(Risks/Disadvantages/Cons)!

! ! !

! ! !

! ! !

Option'3:' '
!

Reasons'to'Choose'this'Option!(Benefits/Advantages/Pros)!

! ! !

! ! !

! ! !

Reasons'to'Avoid'this'Option!(Risks/Disadvantages/Cons)!

! ! !

! ! !



The Case of Belinda
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▸ Belinda is a 48 year old woman who has been very healthy her 
whole life. She is married and has 3 children, ages 15, 10 and 8. She 
works full time as a clerk at a bank. She also volunteers at the local 
food bank every Saturday. She clearly has a very busy life, and 
everyone marvels at how well she handles everything. 

▸ Last year, she developed changes in the colour of her fingers. They 
would suddenly turn white, then a short time later blue and red. 
She made nothing of this at first. After a few months, though, she 
also noticed that her fingers were getting puffy and she felt that 
they were quite stiff. It was getting harder to make a fist. She made 
an appointment with her family doctor who diagnosed her with 
arthritis and referred her to a rheumatologist for an expert opinion.
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▸ She had a first appointment with the rheumatologist about 6 weeks ago. 
At that time, the rheumatologist also noticed that the skin of her fingers, 
hands and forearms appeared thickened. He wondered whether the skin 
just below her clavicles was also involved but he was not sure As for her 
hands, he also noticed that, in addition to difficulty making fists, Belinda 
was unable to completely extend her fingers. He called that the beginning 
of finger contractures. The other important thing the rheumatologist 
noticed was “tendon friction rubs” of her wrists and fingers. This is a sort 
of leathery crepitus that the doctor could feel when she would move her 
wrists or fingers around. 

▸ Already at the first appointment, the rheumatologist told Belinda that he 
thought that she had Raynaud’s phenomenon and scleroderma. She had 
never heard of these conditions before in her whole life. He gave her some 
explanations and some pamphlets to read to familiarize herself with them. 
He also told her that he was going to ask for some special blood tests, a 
chest x-ray and some lung function tests. 

The Case of Belinda
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▸ She did all of the tests and returned for the results. The 
rheumatologist decided to start with the good news: aside from the 
Raynaud’s and the skin, there was no indication that the 
scleroderma had affected any of her internal organs. The bad news: 
she had an antibody called anti-RNA polymerase III which, among 
other things, can be associated with progressive skin thickening, 
possibly affecting her whole body, and finger contractures that 
could get worse and become permanent. He tried to reassure her 
that as far as he could see now, her skin involvement was still 
limited to the forearms and lower legs and that her finger 
contractures were mild. But it was difficult for him to say whether it 
would stay like this or would progress. Clearly, the antibody and the 
tendon friction rubs were indicative of the fact that things were 
likely to get worse.



The Case of Belinda
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▸ At this point, the rheumatologist explained that there was a medication 
called methotrexate that was commonly used to limit the progression of 
skin thickening in scleroderma. He explained that this is a medication that 
is commonly used in rheumatoid arthritis and in that disease it works very, 
very well. However, the studies in scleroderma are not as convincing, and 
the effect tends to be much less dramatic. At best, it probably helps to 
soften the skin somewhat, but it is far from curative. In addition, it is 
associated with a long list of side effects, ranging from fatigue, hair loss, 
diarrhea, and mouth ulcers to hepatitis and bone marrow suppression. 
She would need to have blood tests every 6-8 weeks to monitor for side 
effects. Of course, he said, most people do not get side effects, but it is 
hard to predict who will and so everyone needs monitoring. methotrexate 
costs about $20 per month. If there are problems, methotrexate can be 
stopped or the dosage can be reduced relatively easily, and most of the 
side effects are easily reversed. 



The Case of Belinda
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▸ Belinda asked if there were any other options. The rheumatologist replied 
there were a few. First, she could wait and see if the scleroderma would 
progress before deciding to start the methotrexate. The down side of that 
was that if indeed it progressed, the methotrexate could possibly stabilize 
it at a more severe stage, but would possibly not bring her back to the 
current milder state. The rheumatologist mentioned that although there 
were other possible options, none of them were really any better. 



Making Healthcare Decisions
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

Reasons to Avoid this Option (Risks/Disadvantages/Cons)
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely

Hair loss 2 = somewhat unlikely
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely

Hair loss 2 = somewhat unlikely

Diarrhea 2 = somewhat unlikely
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely

Hair loss 2 = somewhat unlikely

Diarrhea 2 = somewhat unlikely

Mouth ulcers 1 = very unlikely
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely

Hair loss 2 = somewhat unlikely

Diarrhea 2 = somewhat unlikely

Mouth ulcers 2 = somewhat unlikely

Hepatitis 1 = very unlikely



Making Healthcare Decisions
Option 1: Start Methatrexate

36

How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely

Hair loss 2 = somewhat unlikely

Diarrhea 2 = somewhat unlikely

Mouth ulcers 2 = somewhat unlikely

Hepatitis 1 = very unlikely

Costs $20 per month 5 = very likely (certain)
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

May help soften skin somewhat
and slow progression

3 = neither likely nor unlikely

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Fatigue 3 = neither likely nor unlikely

Hair loss 2 = somewhat unlikely

Diarrhea 2 = somewhat unlikely

Mouth ulcers 2 = somewhat unlikely

Hepatitis 1 = very unlikely

Costs $20 per month 5 = very likely (certain)

Blood tests every 6-8 weeks to 

monitor for side effects
5 = very likely (certain)
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

Reasons to Avoid this Option (Risks/Disadvantages/Cons)
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

Avoid side effects, costs, 

inconvenience of drug 

treatment

5 = very likely (certain)

Reasons to Avoid this Option (Risks/Disadvantages/Cons)
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How likely is it that this will 
happen? 

How important is this to 
you? 

Reasons to Choose this Option (Benefits/Advantages/Pros) 

Avoid side effects, costs, 

inconvenience of drug 

treatment

5 = very likely (certain)

Reasons to Avoid this Option (Risks/Disadvantages/Cons)

Could progress more rapidly 

and not be reversible
4 = somewhat likely
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 I have enough information to 
make this decision

Things I can do …

• Create a list of questions I have about the situation and each option

• Talk to my healthcare provider(s) to clarify the situation 

• Find information from other sources, e.g. books, medical pamphlets, the Internet

 I have weighed the potential 
benefits and risks of each option

Things I can do …

• Discuss the potential benefits/risks of each option with my healthcare provider 

• Talk to other people who have experienced some of the potential benefits or 
potential risks involved to better understand them

• Fill in and review my decision-making table

 I have enough support to make 
this decision

Things I can do …

• Discuss my decision with trusted family, friends, and healthcare professionals

• Check that I am not feeling pressured to make a certain decision

• Make sure I have the resources (e.g. funds, transport, childcare) to carry out my 
decision

 I feel sure that I have chosen the 
best option for me

Things I can do …

• Work through these steps again, focusing on my needs

• Give myself more time before committing to a decision
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