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International Classification of 

Functioning, Disability and Health (ICF)



Paolo Freire

Praxis: Lived experience that leads us 

to act together in ways that make for 

justice and human flourishing.  



Community-Based Participatory Research

A collaborative research method that equitably 

involves all partners, starts with research topics 

important to the community, combines knowledge 

with action, and aims for social change to improve 

health outcomes and eliminate health disparities.

 W.K.K. Kellogg



https://engageforequity.org



Basic Tenets of CBPR

 Recognizes community as a unit of identity

 Builds on strengths and resources

 Focuses on community driven issues

 Collaborative, equitable partnerships

 Co-learning and empowerment

 Mutually beneficial Integration of knowledge and action 

 Cyclical and iterative process (action->reflection->action)

 Share what is learned with all partners, showcase in the community

 Long term commitment and sustainability
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Robert Putnam 

Social capital

Is defined as the value that is derived 

from social networks and norms of 

reciprocity. Social capital is essential 

for a healthy society and strong 

democracy.

 Bonding social capital

 Bridging social capital

Netflix: https://joinordiefilm.com
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2010-2018 Fit Families Group Visits

Goal: promote physical activity



What are group visits?

Group Visits combine: 

Medical care

Psychosocial support

Information about resources

Building community…



Historical context

 100 years ago: Joseph H. Pratt MD, TB patients at MGH

 1970s: Cleveland Clinic, Kaiser Permanente: well child visits

 1990s: 

 Early: John Scott MD: Cooperative Health Care Clinics 

(CHCC) for adult chronic disease

 Mid: Drop-In Group Medical Appointments (DIGMA)

 Late: Empowerment Model designed to treat loneliness

 2010’s: 10% Family Physicians offer group visits

 2020’s: Telehealth group visits



Cooperative Health Care Clinics

 CHCC High Risk Cohort Clinics (Diabetes)

 All ages

 Patient Education Curriculum

 2-2.5 hours

 20 patients

 Interactive discussions

 Self management

 Behavior action plans



Drop-In Group Medical Appointments

 (DIGMAs) are composed of different patients from meeting to meeting 

 Patients with chronic conditions “drop in” for specific medical topics

 90 minutes, 10 to 15 patients

 Behavior specialists

 Group discussions



Our Group Visit Program

Diabetes care

 Diabetes educator

 Lifestyle changes

 Monitor A1C

Spina bifida care

 Adapted physical educators

 Promote physical activity

 Monitor weight, skin integrity, 

continence, etc.



Goals

 Increase physical activity (lifestyle change) 

 Promote participation



Group Visit Format

Time: 5:30-6:00 6:00-6:30 6:30-7:00 7:00-7:30 7:30-8:00

Activity: Registration  & Nursing 
Assessment

Light meal &

Announcements

Kids: Gym 1:1 
consults

with MD, 
RN, PT, 
APE 

Debriefing

Parents: Guest speaker

Personnel: 
RN

SW

PT

MD

APE faculty

Mentor athletes

Service learning students

RN, SW, MD  register 
patients and do 
assessments.

Adapted Physical 
Education staff and 
service learning students 
set up in the gym

Everyone sits down 
together for a light meal.  

Service learning students 
typically sit with kids.  

Towards the end of the 
meal, new families are 
introduced and 
announcements are 
shared.  Everyone 
contributes to the 
announcements, 
including kids.  

Service learning students and APE staff 
bring kids to the gym.  

Parents have the option  of staying with 
their child or joining other parents for 
an information session with a guest 
speaker.

Social Worker introduces the guest 
speaker and leads the group session 
with parents.

Medical team floats between the two 
locations. 

Parents 
join kids in 
the gym.  

Medical 
team and 
APE team 
is available 
for 1:1 
discussion. 

Medical faculty and 
adapted physical 
education faculty meet 
with service learning 
students to discuss 
patients and answer 
questions. 



Group Visit vs. Comprehensive Care
promotes informal networking



Group Visit vs. Comprehensive Care
provides access to expertise



Group Visit vs. Comprehensive Care
efficient way to provide team-based care 

8 Hours 2.5 Hours 



Group Visit Manual 

https://www.upstate.edu/specialneeds/pdf/inclusive/2012_fit-families-group-visits-promoting-physical-activity-for-kids-with-spina-bifida.pdf



$tart up costs 

 Spina Bifida Fund

 CNY Community Foundation

 Children’s Miracle Network

 Upstate Advocates

 American Legion Auxiliary

 Christopher Reeve Foundation

 Mike Casale’s birthday party



Time Line: 2 months prior 

 Meet with leadership

 Determine goals

 Inventory / Resources

 Staff

 Space

 Funding 

 Participant list

 Invite speakers



Time Line: 1 month prior

 Send out invitations

 Call all patients and families who received invitations

 Review schedule for group



Time Line: One week ahead

 Create roster and sign in procedure

 Call patients and families to remind them of group

 Consider barriers, e.g., transportation



Time Line: Day of Group 

 Set up room

 Staff stations (registration, nursing assessment, etc) 

 Manage flow of traffic

 Debrief



Group Visits: What we learned

 High Satisfaction with Care (families and providers)

 Excellent interdisciplinary service-learning opportunity 

 MD, PT, OT, Adapted Physical Education students

 Group Visits are Feasible

 Space-Personnel-Billing (these are inter-related!) 

 Privacy/HIPAA is not a barrier (sign confidentiality agreement)

 Efficient way to access expertise and provide team-based care 

 Age range among patients is a plus

 Families will travel to participate
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Fitness Inclusion Network

Who we are:

 Athletes/Families; Disability Advocates; Health Care 

Providers; Professionals in Adapted Physical Education; 

Academics/Students; City Parks and Recreation, County 

Health Department, Non-Profits.  

Our mission:

  To develop innovative ways to promote and support 

inclusive fitness for children, adolescents and adults with 

disabilities in Central New York.



Fitness Inclusion Network

What we do: 

 Annual conference (venue and format different each year)

 Inclusive programs in area schools and parks

 How-to guides for high school students



National Context

Inclusive Community Health



Fit-In 1: New Paradigms for Power Mobility



Fit-In 2: Activating Communities



Fit-In 5: Walks & Talks along the Inner Harbor 



Fowler High School: Mapping Inclusion

Mapping Inclusion

NCHPAD: Community Health Inclusion Index



Nottingham High School: Ballet for All



Nottingham Unified Wheelchair Basketball



Adapted Winter Sports Day: 

Syracuse Parks and Recreation



On the Trails: 

NYS Erie Canalway Tourism Collaboration



Syracuse Parks and Recreation
Power wheelchair charging stations 

Accessible kayak launch sites

Adaptive cycle loan closet

Transportation summit: accessible public transport to parks





What we learned

 High school students are change agents

 Excellent service-learning opportunity and career pathway 

 Flexible funding allowed us to boost grassroot initiatives

 Networks are nimble!  “Institutes” and “Centers”, less so…

 It is easy to get grants for small projects

 Persistence pays off: City now funds several of our programs 

(sustainability)
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ADA Weekend Workshop 

Syracuse, June 2016



Adaptive Design Association

Founded in 1981 by Alex 

Truesdell, who was recently 

honored with a MacArthur 

genius Award. This non-profit, 

based in NYC, has for 35 years 

focused on producing 

customized adaptive designs in 

a range of affordable and 

readily available materials. 



Paradigm shift

“Our purpose is to investigate a 

revolutionary shift, one where we 

reject barriers and segregation and 

choose instead to imagine and build 

custom adaptations: where we share 

designs and stories; and where we 

respond to difference and disability, 

not with fear or neglect but with 

solidarity and love”



 Triple-ply cardboard

 Exacto knife, jig-saw

 Paper and glue for edging

 Water based paint and polyurethane varnish

Materials



1. Safe

2. Needed

3. Wanted by the user and the team

4. Attractive

5. Durable

6. Low cost materials that are eco-responsible

“Creating custom adaptations is a great joy. It is also a great responsibility”

                                                       Co-creation: ownership, trust, responsibility 

Six Principles of Fabrication



Consider liability of current DME model: Toddler does 
not have timely access to custom equipment for 
motor learning, social participation, and play.  What 
are the consequence of this on brain development?

“Difficulties in movement, timing, and attention control are 
common in children with spina bifida.  Encouraging the child to 
initiate and respond to environmental contingencies that require 
action may facilitate the development of assembled processing 
among children with spina bifida.” 

        Fletcher, 2008 

Responsibility vs. Liability 



Parapodium 



Custom Seating



Activity table to promote bimanual play



Early access to power mobility (up-cycle)  



Lightweight portable steps to access kitchen sink



Why adaptive design?
Durable Medical Equipment                 vs.

Q: Is it medically necessary?

 Paperwork demoralizing

 Process is time consuming

Children rapidly outgrow! 

 Expensive

 Hard to modify 

Adaptive Design!

Q: What do you envision for child?

 Custom-made 

 Low-cost materials

 Made on the spot

 Empowers families

 Builds community



Design Thinking



Adapted Design: modify things to improve their use



Adaptive Design: co-creation, customized solutions

                      



Co-creation

Design innovation informed by lived experience

Home made equipment solutions that promote physical activity and social participation!



Co-creation

Design innovation informed by lived experience

Lapides and Lowe (1971): clean intermittent catheterization



Arise Adaptive Design Maker Space at 

Regional Independent Living Center 



Prone stander and affordable 

power mobility for toddlers



Adaptive Design and Community Centered Spina Bifida Care 

Equipment coordinator

1. Liason to PT/OTs in region

 Info on DME, alternative 

  funding options, loan closets

2. Tracks DME orders

 Community based quality improvement initiative 

3. Organizes design workshops

 Group Visit model

4. Builder extraordinaire

The newest member of our 

multidisciplinary spina bifida team



Craig’s List 504/IDEA (Schools)

ADA

GoFundMe

Paying it Forward

Loan ClosetCharity 

Section 8 Housing

Academia

Adaptive Design Association!

Early Intervention

Beyond DME: Our equipment coordinator helps families 

to access community-based equipment solutions…

Set standards to facilitate access to DME 

(SBA Guide for Physical Therapists)



The Triple Aim 
                     and Community Centered Spina Bifida Care

Think local! 

ADAPTIVE DESIGN ASSOCIATION: 

➢ Decreases healthcare costs

➢ Improves health of SB population

➢ Enhances care for the individual



The Quadruple Aim 





Community building



Community building



Community Awareness



Reflection



Reflection

https://www.upstate.edu/specialneeds/pdf/buildingmobilityinsyracuseandbeyond_lowresversion.pdf



Historical context

19th century: 
local, handmade, affordable 

20th century
manufactured, expensive

21st  century
local, handmade, affordable 



Global context

19th century: 
local, handmade, affordable 

20th century
local, handmade, affordable

21st  century
local, handmade, affordable 



Global context

19th century: 
local, handmade, affordable 

20th century
local, handmade, affordable

21st  century
local, handmade, affordable 

Information 

sharing! 



Local/Global Information Sharing



Crowd source design thinking…



…for community centered solutions

seat cushions made of local materials

coconut fiber and natural rubber latex







https://www.upstate.edu/specialneeds/pdf/inclusive/2018_building-local-global-spina-bifida-communities-with-adaptive-design.pdf



Spina Bifida Care: Local/Global challenge 
Link highly technical and specialized surgical care with community-centered spina bifida care 

Dosa NP, Ahmed YS, Alriksson-Schmidt A, Castillo H, Contepomi S, Locastro MM, 

Koning J, Koutsouras G, Kutwa E, Mahorta A, MacFarland S, Öhrvall AM, O'Neill P, 

Overvelde A, Peny-Dahlstrand M, Shaw A, Stockman J, Tovar-Spinoza Z, Castillo J. 

Spina Bifida Global Learning Collaborative: Educating the next generation of 

clinicians, researchers, and advocates. J Pediatr Rehabil Med. 2023;16(4):657-663. 

doi: 10.3233/PRM-230037. PMID: 38143399; PMCID: PMC10789363.



What we learned

 Working together with families builds community 

 Our Adaptive Design program supports both “bridging” and “bonding” social capital

 Adaptive Design is “in the air” and can be readily linked to STEAM initiatives

 Art/Engineering perspective is refreshing for clinicians: Solution oriented! 

 Not DME paperwork!

 Great potential for local-global innovation via information sharing 
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AT Village





Durable Medical Equipment: 
Process for obtaining DME is complex, confusing, negative 

Lots of steps

Lots of people

 Family

 Physician 

 Therapist 

 Care manager 

 Vendor Administrative staff

 Assistive Technology Professional

 Insurance Reviewer 

Lots of paperwork



Medical Model

Rx → Rx →

                   DME is not a pill!



Social Model

International Classification of Functioning, Disability, and Health : ICF. Geneva:World Health Organization, 2001.



Health consequences when DME delayed

Pressure sores in adult with spina bifida

ED visits for autistic teen with escalating behaviors

Osteoporosis in child with cerebral palsy

Missed school days/social isolation 



Health Care Costs and Utilization

Berry JG, Hall M, Neff J, et al. Children with medical 

complexity and Medicaid: spending and cost 

savings. Health Aff (Millwood). 2014;33(12):2199-2206. 





Paradigm Shift



Assistive Technology is Rx for Participation



All technology is assistive technology

“…when we make adaptations a 

matter not only for individuals but 

also for societies, we can choose 

to let tools for assistance be 

unifying, giving all of us the power 

to envision abilities and 

inclusion…”



Jason

Locastro M, Robinson J, Robinson E, Dosa NP. 

It Takes a Village: Building Community With 

Assistive Technology. Pediatrics. 2022 Aug 1;

150(2):e2021053623. 



AT Village Paradigm

Maker Spaces Loan Closets Sports & 

Recreation

DME Advocacy

Examples Arise Adaptive Design

Makers Making Change 

Go Baby Go! 

E-nable

JRob Foundation

TRAID Program

Facebook equipment share

On the Trails Cycle Fair

Erie Canal Tourism NYS

CNY Adaptive Sports

Unified WC Basketball

Ballet for All

Establish community 

standards for timely 

delivery

Partners School STEAM Programs 

Designers and Engineers

Libraries

Schools 

Parks

DME Vendors

Libraries

Schools

Parks

Sports Community

Independent Living Ctrs

Hospital Systems

DME Vendors

Independent Living Ctrs 

Disability Rights New York

DME Vendors

Roadblocks Liability Liability Liability Prior approval repairs

Vendor monopoly

Disincentives to refurbish

Facilitators IDEA 

Section 504 

ADA

IDEA 

Section 504 

ADA

IDEA 

Section 504 

ADA

Professional certification

Right to Repair 

Killian’s Law

Gold Pass 

Policy 



What we learned

 Effective advocacy = sharing our stories

Policy 



“It takes a village”
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