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Background

Arthrogryposis multiplex congenita (AMC):

 1 in 3000 live births

 Joint contractures ≥2 body areas

 Impairments in other systems 

Surgeries and rehabilitation

1980-2017 (n= 116/120) 

481 procedures: 
• bony surgery
• soft tissue 

mean F/U 10y5m 
(2 mo-21 years) 



Background



Rationale 

• Children with AMC have multiple needs 

requiring an interdisciplinary approach

• Seen by various health care professionals 

(HCP) at different visits

– Fragmented care

• An interdisciplinary clinic was created in 2016

– Comprehensive care

– Engaging families & youth in the treatment plan



Objective

• Implement a family-centered 

interdisciplinary clinic for children with 

AMC

– Evaluate the family-centeredness of the clinic 



Methods

• The Canadian Occupational Performance 

Measure (COPM) is completed with the 

families 2 weeks prior to the clinic

– A tracking sheet is used to document the 

COPM scores,

– A copy is given to each family when they 

arrive for their clinic visit,

– This copy was referred to by the HCPs 

involved to ensure the intervention plan is 

linked to goals 





Methods

• The Measure of Process of Care (MPOC) 

questionnaire was completed by family 

members and HCPs to evaluate the 

family-centeredness of the clinic



Results
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Conclusion

• Some of the issues 

raised by the MPOC-20 

could be addressed by 

using the COPM

• Families anecdotally 

expressed their 

appreciation for the 

opportunity to discuss 

goals prior to the clinic







Conclusion

• Use of the COPM & MPOC for intervention 

planning clinic is useful

– Benefits will be evaluated as an ongoing process

– Re-administer COPM one year after initial visit 

– Monitor and implement improvements based on 

MPOC results 
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