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The Autoimmune
Association
Is the world’s leading
nonprofit organization
dedicated to Autoimmune
Awareness,
Advocacy,
Education,
and Research.
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Autoimmune 101

v 50 million people in the US
v 80% are women
v 140 plus diseases

v 8-12% increase annually

v 4.5 years is the average journe

to diagnosis
v 0 known cures
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Neurologic/Myelin-related

Ocular/Eye

« Anti-Myelin oligodendrocyte glycoprotein (MOG) » Autoimmune retinopathy

« Autoimmune encephalitis
+ Bal6 disease

*+ Autoimmune uveitis
* Pars planitis

« Chronic inflammatory demyelinating polyneuropathy « Scleritis

+ Complex regional pain syndrome

* Guillain-Barre syndrome

+ Lambert-Eaton syndrome

« Multifocal motor neuropathy
« Multiple sclerosis

« Myasthenia gravis

» Neuromyelitis optica

« Optic neuritis

» Sympathetic ophthalmia
« Thyroid eye disease (TED)
« Tolosa-Hunt syndrome

Auditory/Ear

* Autoimmune inner ear disease
« Cogan’s syndrome

« Paraneoplastic cerebellar degeneration * Meniere’s disease
« Brachial neuritis (Parsonage-Turner syndrome)

« Perivenous encephalomyelitis
« Stiff person syndrome
+ Transverse myelitis

Endocrine

+ Addison’s disease
* Graves’ disease

» Hashimoto's thyroiditis
Dermatologic/Mucosa * Polyglandular syndromes 1,11,111

« Alopecia areata

+ Autoimmune urticaria

« Benign mucosal pemphigoid

« Bullous pemphigoid

« Cicatricial pemphigoid

« Hidradenitis
suppurativa

« Lichen planus

« Lichen sclerosus

« Pityriasis
lichenoides et
varioliformis
acuta (PLEVA)

* Pemphigus

» Pyoderma gangrenosum

» Vitiligo

Renal

* Glomerulonephritis

« Goodpasture's syndrome
* Henoch-Schonlein purpura
« IgA nephropathy

« Linear IgA disease

« Autoimmune hepatitis

« Autoimmune pancreatitis

* Celiac disease

* Crohn's disease

« Dermatitis herpetiformis

« Eosinophilic esophagitis

« Primary biliary cholangitis

« Primary sclerosing cholangitis
* Ulcerative colitis

Musculoskeletal/
Connective Tissue

 Antiphospholipid syndrome
« Congenital heart block

+ CREST syndrome
(Limited scleroderma)

« Dermatomyositis

+ Discoid lupus

« Eosinophilic fasciitis

« Evans syndrome

« Inclusion body myositis
+ Juvenile myositis

* Mixed connective tissue
disease

= Myositis/Polymyositis
« Neonatal lupus
« Progressive hemifacial

* Type 1diabetes

Pulmonary
« Autoimmune pulmonary
alveolar proteinosis (aPAP)
« Erythema nodosum
« Fibrosing alveolitis
« Sarcoidosis

Hematology

« Agammaglobulinemia
* Amyloidosis
+ Autoimmune
angioedema
« Autoimmune hemolytic
anemia
« Autoimmune neutropenia
* Autoimmune
thrombocytopenic purpura
« Castleman disease
« Cold agglutinin disease
« Essential mixed
cryoglobulinemia
« Paroxysmal nocturnal
hemoglobinuria

* Pernicious anemia
+ POEMS syndrome
+ Pure red cell aplasia

Vasculitis

* Autoimmune vasculitis
+ Behcet's disease
* Churg-Strauss syndrome
* Giant cell arteritis
Gynecological and Fertility g:;::]'gi'i't'i:ms's with
» Autoimmune oophoritis « IgG4-related sclerosing
+ Autoimmune orchitis disease
* Herpes gestationis « Microscopic polyangiitis
* Progesterone « Polyarteritis nodosa
dermatitis « Relapsing polychondritis
* Endometriosis « Polymyalgia rheumatica
+ Retroperitoneal fibrosis
« Susac's syndrome
» Takayasu's arteritis
« Vogt-Koyanagi-Harada disease

Rheumatoid Arthritis and
Seronegatives

U/

* Ankylosing spondylitis



Association Goals

v' Programs that evolve
from patient
engagement

v Inclusive voices that
inform the process

v Practical, low-burden
solutions that
underscore the realities
of today’s healthcare
environment
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Listening Sessions

v" Online engagement with rural, lesser-
served, Native, males, LGBTQ and
others

v’ Series is ongoing and continues to
highlight profound barriers and access
to care

v Mental health issues continue to be
listed as a primary concern

v' Fewer resources for meaningful
engagement
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What we heard

v A consistent theme was having symptoms
dismissed, minimized, or attributed to the
demands of everyday life

v Patients wanted opportunities to share
experiences and identify common
challenges with people they trusted

v Feedback revealed the need for a
culturally responsive, guided resource that
communities could use on their own
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We LISTEN

® P | was starting
o to think | was crazy...

n
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Patient centered
priorities

v Evolved comprehensively from patient
feedback and engagment

v Framework is designed for maximum
flexibility and user ease

v Core premise is to leverage the
support from lived experience
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What Support Group In a Box IS

v A structured, peer-led support framework
v Aflexible series of ten guided sessions

v" A practical toolkit for starting and facilitating
“a group

v A psychologically safe space for sharing
lived experience

v A way to build connection, resilience, and
self-advocacy

v' An adaptable model for different communities
and settings
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What Support Group In a Box IS NOT

v It is not therapy
v It is not medical, psychiatric, or mental-health treatment
v' It is not a crisis-intervention service

v' It is not a place for diagnosing conditions, recommending treatments, or
telling another participant what medical decision to make

v It is not disease-specific
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Designed to be

FLEXIBLE

v" 10 section prompts

v' 10 prompts per section

v' Guided questions
reflect patient reported
concerns

v Iterative design
process helped
refine the framework
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Iterative, diverse pilots

v Two in lesser-served areas, two with young adults
v Feedback informed the overall topics

v Baked in the flexibility for patients to adjust questions as they see
appropriate

v Pilot was both online and in person




Complete, ready to
use toolkit

v Final version professionally
reviewed for clarity, safety, and
appropriate peer-support
boundaries

v Oversight included analysis of all
tool kit components designed for
user safety, ease of use
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Supporting the questions

v Facilitator guides with suggested language, pacing,
boundaries, and tips for managing discussion

v Participant materials that support reflection, preparation, and
continued engagement

v Worksheets and templates that make sessions easier to
organize and lead

v' Resource and referral lists for needs that extend beyond the
scope of peer support

v Training and orientation materials to build facilitator
confidence and consistency
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Topics

v Telling Your Story is
fundamental

v’ Self empowerment is at the
heart of all the session

v Prompts designed for
information on local
healthcare system

v' Shared community helps
navigate support




User driven design

v Designed to fit within a typical support
group meeting

v Suggested timing for each section and
activity

v Facilitators can shorten or augment
based on participant needs

v Modules can completed in one session
or divided up
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Who is it designed to help

New leader

Does not know where to begin

Provides a step-by-step structure

Existing leader

Needs stronger facilitation
skills

Offers targeted modules and tools

Organization

Wants consistency across
groups

Provides a common framework

Community partner

Needs adaptable materials

Offers ready-to-use resources




Preparing for the Meeting
roaing awekcomig omironment s o st tap 10 sceessul 00t 1o st hesc
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FACILITATING THE MEETING
© starting the Meeting

iaity, mutual espect, and rekraining fom ging medical
helo create a safe and supportive atmosphere.
To 6ase nto the conversation, consider starting with an chockin. A simplo round ofntrox
‘wher sach person shares how they 1s fesing in one word or & brief sentence can help sst the ton
ai50ask, “What's one small win or chalenge you' vo had this woek " 10 5ncourage engagement

© Encourage Participation

Who hasii spoken yet"—can help ensure that all

ey o1 1 g i g ki Py ot o b s,
that joonstrate that you are ruly engagod. Vakda
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crucial. Everyone's journey is ui

that's okay. Let's keep the focus on sharing rather than debating.” This approach helps
and atmosphers.
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Core Principles of Peer Support

Purpose:
* Creaioasirucured yo fexile peer upportsystem for
pecple

* Help aricpants procses ek xperences, advocate
seives, and buid a support network

How It Works:
+ 10 Sassion Prompts (can be woekly, biweekly, or self-
paced)

*» Thesectons are meanto1e flextle Felree o sart
atanylocation as the sections should be standalone.

« Each session has guiding prompts 10 encourage
reflection and discussion.

« No professional faciitator needed—peer-led
discussions are the heartof the experience.

« Confidantiaity and psychological safety are core
values.

Getting Started:

» Group members agree on ground rules (respect,
confidentialty,listening without judgment).

* Seasionsare ntarctve—encouraging syeling.
sharing strategies, and supporting each of
Remember:
« You are here to share your story with one another ina
ffts everyone and that sharing our
experience

25 helps everyone. You never know when
your story will help someon struggling on their own
Jouney.

Support is Voluntary - Everyone
chooses to be here, and
partcipation s sncoumged but

We're. An This. "ﬂllln-r Support
groups work best when.
Bves.
Judﬂnﬁv!flu Zone- Wt
M M n'?ld 10, Wlfy
ther fooings or choioes.

Respect & Confidentiality -What's
shared in the group stays in the

Ustankngla Juotes impcctantae

rosons st Rt s o
10 5upport someone.

NoMedical Advice - We can share
personal experiences, but

we don't diagnase or tell others.
what they should do.

Dewpiattin Eveyonehasa
unique experience and joumey.
Riowiog Sraryone o expacane tn
their own way, at their own pace, wil
beneit everyone.
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We continue to iterate the tool kit based on ongoing
EVALUATION that informs the future



Where we go from here

v’ Separate or adapted version for young
people

v Question refinements to reflect ongoing
feedback

v' Overhaul to reduce the total number of
guestions per prompt

v" Video series to enable facilitator
confidence

v Specific guidance on health insurance
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Create Your Community
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SUPPORT GROUP IN A BOX

.hsuuctl.rad.:reer g)proachtohelppaﬁaﬂsnaﬁgate

Olivia Casey, & Mallory, Kabir Isa Graham Torres,
'Senior Director of Programs, Autoimmune Association;

*Patient Engagement Coordinator, Autoimmune Association;
IStudent, Northeastern University,

‘High School Student

I:)uﬂng a series of listening
ions held over two years,
W tients reported feeling
¥ I ated and unheard,
icularly in communities
limited access to care.
ile peer support is known
b improve resilience and
engagement, many patients
lack the tools to create safe,
effective groups.

We developed Support
Group in a Box (SGIAB)

in response to this patient-
defined need as a structured,
accessible framework that
enables individuals to build

meaningful peer connections
without requiring
professional fadilitation.

Support Group
ina Box

SGIAB was designed to
assess whether a structured,
peer-led model could safely
and effectively support
patients in building
connection, sharing lived
experience, and
strengthening self-advocacy
across diverse populations
and settinis , particularly

ionally
underserved by conventional
support structures.

S s aSaPSSBRRRERRERERRREEEEES

hd

"It helped build
focus and drive."

SGIAB is a modular, peer-led toolkit consisting of

10 guided sessions, each with 10 structured discussion
prompts built around topics identified by patients,
incdluding navigating care, fatigue, and self-advocacy.
The model includes a facilitator guide

emphasizing psychological safety

and clear boundaries, along with

journaling prompts and .
virtual meeting support.

A pilot was conducted across four sites with fadilitator-led
cohorts; one site had a youth-focused implementation in a

high school setting:

Qualitative feedback was collected after each session to
iteratively refine the framework.

RESULTS

The pilot demonstrated strong and emotional
safety across all four sites, induding during discussions of
high-stakes topics such as mental health and patient advocacy.
Structured prompts supported balanced participation and

meamngful sharing. Participants reported reduced isolation
and increased connection. The bond

formed in at least one cohort was strong enough that
participants independently organized ongoing monthly
virtual check-ins following the conclusion of the pilot.

Participant feedback reflected meaningful impact:

"Meeting others and talking
openly has been great."

sp The model also demonstrated notable adaptability.

In one youth-focused site, a high school student living
with chronic iliness independently translated the
SGIAB framework into a visual comic book format to
increase accessibility and relevance for her peers

The adaptation, developed
collaboratively with a
student illustrator, is being
implemented as a tool for
a faculty professional
development session,

with support from school
administration,
demonstrating the

model's potential to
extend beyond patient
communities into
educational
settings.

SGIAB demonstrates that structured, peer-led support
can effectively foster connection, resilience, and self-
advocacy without reguiring professional facilitation.

The model is scalable and adaptable across settings,
populations, and formats, as evidenced by its uptake
across four pilot sites and an emergent youth
adaptation.

Next steps:

* Broader dissemination

» Development of a Spanish-language version

» Formal youth-specific adaptations

* Rigorous evaluation of psychosocial and
engagement outcomes.

Thank you,
National
Health Council
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