
Advances in multiple sclerosis (MS) have provided many treatment options with varying efficacy, safety, 
and modes of administration. With a myriad of available treatment options for MS, disease-modifying 
therapy (DMT) treatment decisions are preference sensitive and must consider patient knowledge, values, 
and preferences. Shared decision making (SDM) is effective in patient-centered care and is indicated in 
preference-sensitive decisions; it involves communication in which patients and clinicians “work together to 
make optimal healthcare decisions that align with what matters most to patients” and facilitates adherence, 
according to the National Quality Forum in “a call to action”.1-3 

Although clinicians often have misperceptions about patients’ values, goals, concerns, and preferences, 
including concern that older patients may not want to engage in SDM, studies have shown most older 
patients did prefer to participate actively in their healthcare decisions.4-7 In the absence of this information, 
7 out of 10 clinicians treating MS patients exhibit therapeutic inertia.8,9 

Patient engagement in their own healthcare has been described as the “blockbuster drug of the century”.10  
In light of this, @Point of Care, Swedish Neuroscience Institute, the Dartmouth Institute, and Genentech 
collaborated to evaluate the effect of SDM educational training of both patients and their clinicians on 
facilitating improved SDM in the practice setting and thereby offer the potential for improved clinical outcomes.
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Determine if patient/clinician SDM educational training results in improved MS patient/clinician interactions 
evidenced by improvements in SDM, patient activation, and patient-reported outcome measures.

Goals

Randomized, parallel, two-arm, controlled, pilot SDM trial at the Swedish Neuroscience Institute MS  
Center (100 entered, 95 evaluable); randomized to either the SDM educational training intervention group 
(I): 49 MS patients, or the control group with no SDM training (C): 46 MS patients. Each group was 
stratified by MS phenotype: overall relapsing-remitting MS (RRMS) patients: 64 (I:30; C:34), secondary-
progressive MS (SPMS) patients: 26 (I:17; C:9), primary-progressive MS (PPMS): 5 (I:2; C:3). Two clinicians 
were assigned to the I group and two to the C group. For the I group, SDM educational training which 
included video modules, live workshops, role play case scenarios, and decision aid tools was done 
following baseline measures, at an interim time ~4 months after baseline, and ~4 months after the interim 
follow-up. Primary outcome measures: improved SDM scores for patients on the SDM questionnaire and 
Patient Activation Measure™ (PAM). Secondary outcomes: measured clinical improvement and included 
fatigue (Modified Fatigue Impact Scale [MFIS]), depression (Patient Health Questionnaire [PHQ-9]), and 
quality of life (Multiple Sclerosis Quality of Life [MSQOL-54]), conducted at the same time points. Cognitive 
function (Symbol Digit Modalities Test [SDMT]) measures: limited since many patients were unable to travel 
for timely assessments. Statistical analysis from baseline to end of study (EOS) was measured via Mann-
Whitney U-test for two samples or Kruskal-Wallis test for more than two samples.

Methods

Results
Primary Endpoint Findings 
• Patient Activation MeasureTM (PAM 10)

 ◦ The PAM survey (10 questions) quantifies the extent to which patients are informed and involved in 
their care

• Patient SDM Questionnaire (16 questions) to assess the impact of SDM training 
 ◦ The SDM Questionnaire assesses patient engagement with their clinician

Results

• Impact of SDM on Change in Medication
 ◦ The change in medication type for I and C groups is shown in Sankey plots. An increasing trend of 
infusion medication types was observed in both I and C groups, however 67% of  
I group as compared to 53% of C group switched to high-potency medication therapies.

 ◦ With SDM educational training, the SDMI Group has become more involved in the decision-making 
process; this group is likely to make more informed decisions and change to more efficacious, higher-
potency medications, as needed (as opposed to merely for adverse effects).

Secondary Endpoint Findings
Statistically significant clinical changes in the secondary endpoints (fatigue, depression, quality of life, and 
cognitive function) resulting from SDM, comparing the I Group vs the C Group, usually require a longer 
study duration of approximately 2-3 years.
• Fatigue: MFIS unmatched groups; median scores

 ◦ Psychosocial Fatigue Subscore: I Group remained the same, but the C Group showed  
statistically significant improvement, P = .0006.

• Depression: PHQ-9 unmatched groups; median scores
 ◦ Overall PHQ-9 scores: I Group remained the same, but the C Group showed statistically significant 
worsening of depression, P = .002.

• Cognitive finction (SDMT) measures were limited since many patients were unable to travel for timely 
assessments. Quality of life (MSQOL-54) measures are currently being evaluated because  
of the complexity of the analysis.

Conclusion
• With a “national call to action” from the National Quality Partners Shared Decision Making Action Team 

for individuals and healthcare providers to integrate shared decision making into clinical practice for 
patient-centered care, @Point of Care, Swedish Neuroscience Institute, the Dartmouth Institute, and 
Genentech collaborated on an MS SDM pilot study.  

• The study, designed to assess the impact of SDM training on improving patient-clinician interactions for 
SDM and possible MS quality measures, successfully showed:

 – Primary endpoint: SDM
 – Statistically significant improvement in the overall I Group median PAM and SDM scores  

(P <.0001); older subset of the I Group median PAM and SDM scores (P <.001 and P <.05, 
respectively); SPMS subset of the I Group median PAM and SDM scores (P <.05 and  
P <.001, respectively).

 ◦ Secondary endpoints
 – Statistically significant clinical improvements in the secondary endpoints (fatigue, depression, 

quality of life, and cognitive function) resulting from SDM, comparing the I Group vs the C Group, 
usually require a longer study duration of about 2-3 years.

 – However, a preliminary data analysis shows statistically significant reductions in the I Group’s  
Total fatigue, physical fatigue, and cognitive fatigue scores (P = 8.7 X 10-10, P = 1.5 X 10-7, and  
P = 6.6 X 10-7, respectively).

• Limitations include small sample size and this pilot study is not able to control for potential 
confounding factors such as completion of forms by patients and MS disease severity.

• Improved SDM in the Intervention group suggests SDM education and training may effectively improve 
patient-clinician collaboration and enhance the patient experience in MS. Results demonstrate initial 
feasibility and acceptability of the program and suggest a potential effect on sustaining SDM proficiency 
and statistically significant improvement in patient activation/engagement. 
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