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Physical Therapy for Children with MPS and related diseases INFORMATION FOR Parents
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Children diagnosed with MPS and related diseases have a wide range of medical complications, skeletal and cognitive changes that contribute to their motor abilities.  The rate of progression of MPS varies significantly depending on the diagnosed disease and the availability of medical treatments such as Hematopoietic Stem Cell Transplantation (HSCT) and Enzyme Replacement Therapy (ERT).  The purpose of this fact sheet is to provide a general guide regarding physical therapy services that can be individualized to each child’s specific needs.  

Children diagnosed with MPS and related diseases should be referred to a physical therapist as soon as possible after diagnosis.  The child’s medical records or reports from as many physicians as possible should be provided to the physical therapist to improve his/her understanding of the child’s specific medical issues, orthopedic problems, and relevant safety precautions.  A physical therapy evaluation can be scheduled by the child’s physician, optimally with a local therapist who has some background in treating children with lysosomal storage disorders.   The evaluations will include a review of the child’s history (medical and developmental), examination of the child’s current motor skills including how they move, sit and/or stand, and their joint flexibility.  The purpose of this examination is to understand the child’s current abilities and the areas he/she is having the most trouble with.  Together, the family and the therapist will develop an intervention/therapy plan and set goals to measure the child’s progress in therapy and at home.

Physical therapists use a wide range of intervention strategies.  Some of the activities a child may be encouraged to participate in include moving between positions, balancing in sitting and standing while on different types of surfaces and while completing different tasks, walking, strengthening, and stretching activities.  Depending on the child’s age and abilities the activities may be incorporated into games or play routines to better engage the child.  In addition to working with the child, the physical therapist will provide activities for the family to work on with the child at home.  Stretching, strengthening and balance activities are commonly provided for the home exercise programs.  The exercises should be reviewed and updated frequently as the child gains or loses skills.  Physical therapists may also recommend nighttime or rest time splints for stretching and/or daytime orthotics or braces to improve leg alignment.  Children who have more involved needs may be assessed for adaptive equipment such as wheelchairs, special car seats, bath chairs, hand splint, adaptive eating utensils, etc.  In some cases physical therapists will collaborate with other professionals such as occupational therapists, speech therapists, and adaptive equipment providers in order to meet the full range of needs for a given child.  

The frequency of physical therapy services will depend on the results of the therapists evaluation, the child’s diagnosis, medical course, and if they have received a medical intervention such as Hematopoietic Stem Cell Transplantation (HSCT) and Enzyme Replacement Therapy (ERT).  

As a general guide, children who are working on maintaining skills or improving functional abilities may receive physical therapy 1-2 times per week along with a home exercise program.  Children who have received a HSCT or are receiving ERT may benefit from more intensive therapy, such as 2-3 times per week, capitalize on their potential for skeletal changes and improving movement patterns.   

The goal of physical therapy is to maximize each child’s functional abilities and motor skills.  Physical therapy will not cure MPS and will not stop the progression of the diseases.  However, physical therapy may help a child maintain their functional abilities longer as the disorder progresses or help them gain new skills after medical interventions.  

In summary, physical therapy is a vital component if the care of children with MPS and related diseases.  Physical therapists should work with families to develop goals, conduct therapeutic interventions and provide home exercise programs to maximize each child’s functional abilities and independence.  

