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Serving the Community

Spina Bifida Association of New York State (SBANYS) is dedicated to serving and
supporting every person and family impacted by Spina Bifida. We do this by offering
programs, resources, education, services, and support; while advocating for the
community on the local and federal level. Annually, the Association typically hosts over
30 in-person and virtual programs and responds to over 2,000 consumer and provider
requests for assistance. Many of our programs are in collaboration with our Spina Bifida
Chapters across the United States, linking the community as a whole. We look forward

to pursuing our mission and enhancing our support for all those impacted by Spina

Bifida with your help!!

SPINA BIFIDA ASSOCIATION
OF NEW YORK STATE
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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
iInvolves 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.

u W.K.K. Kellogg




CBPR Conceptual Model

Adapted from Wallerstein et al, 2008 & Wallerstein and Duran, 2010, https://cpr.unm.edu/research-projects/cbpr-project/copr-model.html
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Basic Tenets of CBPR

v Recognizes community as a unit of identity

v Builds on strengths and resources

u  Focuses on community driven issues

u  Collaborative, equitable partnerships

u  Co-learning and empowerment

u  Mutually beneficial Integration of knowledge and action

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

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

v Long term commitment and sustainability
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Robert Puthnam

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.

v Bonding social capital

v Bridging social capital

THE NATIONAL BESTSELLER

Robert D. Putnam

Netflix: https://
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What are group ViISItS?

Group Visits combine:
Medical care
Psychosocial support

Information about resources

Building communityeée



Historical context

u 100 years ago: Joseph H. Pratt MD, TB patients at MGH
u 1970s: Cleveland Clinic, Kaiser Permanente: well child visits
u 1990s:

v Early: John Scott MD: Cooperative Health Care Clinics
(CHCC) for adult chronic disease

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

u Late: Empowerment Model designed to treat loneliness
u 20100s: 10% Family Physicians of fe
w20200s: Tel ehealth group Vvisits




Cooperative Health Care Clinics

u CHCC High Risk Cohort Clinics (Diabetes)
v All ages
v Patient Education Curriculum
u  2-2.5 hours
u 20 patients
v Interactive discussions
v Self management

v Behavior action plans




Drop-In Group Medical Appointments

v (DIGMASs) are composed of different patients from meeting to meeting
v Patients with chronic conditions odrop I
u 90 minutes, 10 to 15 patients
u  Behavior specialists

u  Group discussions



Our Group Visit Program

Diabetes care Spina bifida care

v Diabetes educator v Adapted physical educators
v Lifestyle changes v Promote physical activity

v Monitor A1C v Monitor weight, skin integrity,

continence, etc.




Goals

u Increase physical activity (lifestyle change)

v 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

Parents: Guest speaker

1:1
consults
with MD,
RN, PT,
APE

Debriefing

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 Parents

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.

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
efficient way to provide team -based care

8 Hours 2.5 Hours




Group Visit Manual

Fit Families Group Visits

Promoting Physical Activity for Kids with Spina Bifida

How to launch a monthly physical activity program
with kids and families at your spina bifida center

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




Spina Bifida Fund

CNY Community Foundation
Childrends Miracl
Upstate Advocates

American Legion Auxiliary
Christopher Reeve Foundation

Mike C a s a birthdayg party




Time Line: 2 months prior

v Meet with leadership
u Determine goals
v Inventory / Resources
u Staff
u Space
v Funding
u Participant list
u Invite speakers




Time Line: 1 month prior

v Send out invitations
v Call all patients and families who received invitations
v Review schedule for group




Time Line: One week ahead

v Create roster and sign in procedure
v Call patients and families to remind them of group
v Consider barriers, e.g., transportation




Time Line: Day of Group

u Set up room
v Staff stations (registration, nursing assessment, etc)
v Manage flow of traffic

u Debrief




Group Visits: What we learned

v High Satisfaction with Care (families and providers)

v Excellent interdisciplinary service -learning opportunity
u MDD, PT, OT, Adapted Physical Education students

v Group Visits are Feasible
u SpacePersonnelBilling (these are inter -related!)

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

u Efficient way to access expertise and provide team -based care
u Age range among patients is a plus

u Families will travel to participate
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Fithess Inclusion Network

Who we are:

v 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:

v To develop innovative ways to promote and support
Inclusive fithess 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

Fit-IN First Annual Conference & Power Mobility Workshop Participants



National Context

Community Health B
Inclusion sustainability

Planning Guide

An Addendum to -
A Sustainability Planning Guide for Healthy Communiti

B ——

W Inclusive Community Health

pEUIIJEUnES FOR DisABILITY IncLusion in
HYSICAL AcTiviTy, NuTRimon, & OBEsITY
PROGRAMS ANp PoLicies

Implementation Manual
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NCHPAD: Community Health Inclusion Index
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Make an Adapted Toboggan and Discover

ALL AGES WELCOME! . Inclusive Recreation in Central New York!
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Start rolling with your Virtual 1st
Mile! CANALWAY

Choose from Peloton-style videos filmed in Central New York and CHA LENGE
the Greater Rochester area. Complete your 1st Mile and keep
going!
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