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COLONTOWN Clinical Trials Access
Resource Fair

We were joined on November 15, 2023 by organizations that provide free-to-patient resources
that aid in access to clinical trials and evidence-based investigational treatments. This packet
includes information about these resources as well as others that support patients in effort to
participate in trials and receive these treatments. This is not an exhaustive list but rather
includes resources that have been helpful to and/or suggested by COLONTOWN members.

ORGANIZATIONS PARTICIPATING IN THE RESOURCE FAIR

TEMPUS TIME

https://www.tempus.com/ttct/

Sometimes, clinical trials that are right for you are located in treatment centers that are
geographically distant. The Tempus TIME program increases access to clinical trials by bringing
the trials in our network directly to a treatment center near you. The cancer clinical trials in the
TIME program cover various cancer types, cancer stages, and biomarkers. Patients can
connect directly with a Nurse Navigator via the website.

NIH (National Institutes of Health) - Office of Patient Recruitment
https://www.cc.nih.gov/recruit/index.html

The Office of Patient Recruitment serves to educate the public about clinical trial participation at the
NIH Clinical Center in Bethesda, MD. Our mission is to support the research performed at the
Clinical Center by coordinating the referral process as the primary point of contact between those
seeking to volunteer in clinical studies and the researchers conducting them. Our Information
Specialists are available Monday thru Friday to help you find a trial in which you can participate.
More on studies at the NIH Clinical Center: https://clinicalstudies.info.nih.gov/ (more info attached)

XCURES

https://xcures.com/patients-providers/

The xCures platform arms cancer patients and their oncologists with the tools they need to make the
most informed point-of-care decisions. The medical data from a patient’s medical records are
automatically structured into a format that is easy to analyze and review by patients, doctors, and
algorithms. Based on that, xCures can facilitate access to a variety of treatment options. (more info
attached)

CORPORATE ANGEL NETWORK

https://www.corpangelnetwork.or

Corporate Angel Network (CAN) is a 501(c)(3) nonprofit organization that helps cancer patients
access the best treatment by arranging free travel on corporate aircraft.

Business jet travel makes it possible for patients, including those located in areas with minimal
airline access, to travel to specialized medical centers. Participation is open to all cancer patients, as


https://www.tempus.com/ttct/
https://www.cc.nih.gov/recruit/index.html
https://clinicalstudies.info.nih.gov/
https://xcures.com/patients-providers/
https://www.corpangelnetwork.org/

well as bone marrow and stem cell donors and recipients. Patients may travel as often as necessary
and there is no financial requirement. See their mission video here:
https://www.voutube.com/watch?v=nvIcMRtTd-Y&t=2s (more info attached)

SECOND OPINION PROJECT

https: [town.or nd-opinion

The Second Opinion Project, administered by PALTOWN DEVELOPMENT FOUNDATION, is
supported by the Lu Family Fund. The Fund was created by Felix Lu, COLONTOWN member and
caregiver for his wife Dianna, who passed away in 2020. Felix established this Project in
collaboration with PALTOWN to support stage iv CRC patients seeking second opinions.

ADDITIONAL ORGANIZATIONS for INVESTIGATIONAL TREATMENTS

REAGAN-UDALL FOUNDATION EXPANDED ACCESS NAVIGATOR
https://navigator.reaganudall.org/patients-and-caregivers

The Reagan-Udall Foundation’s Expanded Access Navigator provides physicians, patients, and
caregivers with guidance on EA and related topics. Expanded Access - also known as
compassionate use, named-patient use, or single-patient access - provides some patients who have
serious or life-threatening diseases or conditions with access to investigational treatments not

approved by the U.S. Food and Drug Administration (FDA).

START CENTER (a dedicated research treatment center)
https://www.thestartcenter.com/

Network of Phase | Clinical Research sites in:

START San Antonio (TX)

START Midwest (Grand Rapids, MI)

START Madrid (Spain)

START Mountain Region (Salt Lake City UT)

SARAH CANNON (a dedicated research treatment center)

https://sarahcannon.com/

Sarah Cannon Research Institute (SCRI) is a research organization focusing on therapies for
patients which include drugs that are in development. With corporate headquarters in Nashville,
Tennessee, United States, it conducts community-based clinical trials in the United States and
United Kingdom.

CARIS LIFE SCIENCES RIGHT-IN-TIME
h J//www.carislifescien .com/pr

and site qualification activities so providers can focus on treating their patients, rather than the
administrative burden of clinical trial start-up. The Caris team works with the site to develop, review
and submit required regulatory paperwork and documentation.
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ADDITIONAL ORGANIZATIONS for TRAVEL AND EXPENSES

LAZAREX CANCER FOUNDATION

www.lazarex.org

At Lazarex Cancer Foundation we improve the outcome of cancer care, giving hope, dignity and life
to advanced stage cancer patients and the medically underserved by providing assistance with costs
for FDA clinical trial participation, identification of clinical trial options, community outreach and
engagement. We provide resources for cancer patients who have been told they have no other
options, but who are not yet done with their journey in life and refuse to give up.

AMERICAN CANCER SOCIETY LODGING PROGRAMS
HOPE LODGE

Our 30+ Hope Lodge communities across the country provide a free place to stay durlng treatment
so people with cancer can focus on getting better. These communities provide comfortable guest
suites with private baths, as well as inviting spaces with all the comforts of home, including a
communal kitchen, dining area, laundry rooms, and places to gather or find a quiet respite — all at no
cost to guests.

EXTENDED STAY AMERICA
https://www.cancer.org/about-us/our-partners/extended-stay-america.html

For additional lodging options, American Cancer Society has teamed up with Extended Stay
America to offer discounted rooms for patients who have to be away from home for cancer
treatment. With 760+ locations nationwide, it's possible for patients to find a comfortable, spacious
suite near their treatment center.

HEALTH HOSPITALITY NETWORK

https://members.hhnetwork.org/locate-a-house

Healthcare Hospitality Network, Inc. (HHN) is a nationwide professional member association with a
mission to support homes that help and heal to be more effective in their service to patients and
families. Our House members provide lodging and support services to patients and their caregivers
while they are receiving medical treatment away from their home communities.

MERCY MEDICAL ANGELS

https://www.mercymedical.org/

Mercy Medical Angels provides assistance in the air with commercial airline tickets and volunteer
pilots, and on the ground with gas cards, bus and train tickets - at No-Cost to Patients.

e charitable, need-based commercial airline assistance for patients and one
medically-necessary escort.

e financially qualifying patients are provided with gas cards, or commercial bus or Amtrak
tickets to medical-related treatment. These trips are for non-local medical care more than 50
miles away. Gas cards are also available for multiple trips to local treatment.

e volunteer pilots generously donate their time and planes to transport patients to life-saving
medical care. Angel Flight Mid-Atlantic serves the residents of Virginia, Maryland, West
Virginia, Pennsylvania, Kentucky, Delaware, Michigan, Ohio, Washington, DC and in North
Carolina and Tennessee as Airlift Hope.
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AIR CARE ALLIANCE (ACA)

https://www.aircarealliance.org/

The Air Care Alliance (ACA) is an umbrella group that promotes, supports, and represents Volunteer
Pilot Organizations nationwide. Our website offers a starting point for those in need of free air
transportation to medical care and for other supportive services. ACA connects those in need with
resources. We do not provide flights directly. When a person completes a flight request on the ACA
website, the information is sent directly to the regional organization most likely able to help.

ANGEL FLIGHT LOCATOR
https://www.angelflight.com/locator/

Website that identifies Public Benefit Flying Organizations by state.

PALS

https://palservices.org/
Patient AirLift Services is a nonprofit that arranges free flights for medical patients requiring medical
diagnosis, treatment or follow-up who cannot afford or are unable to fly commercially.

ANGEL FLIGHT EAST

www.angelflighteast.org

Angel Flight East (AFE), a nonprofit that provides free flights for patients in need of medical
treatment far from home. Volunteer pilots use their own airplanes and cover all costs of the flight.
AFE covers a 14 state footprint from Virginia to Ohio to Maine and for destinations outside that
territory, we partner with other volunteer pilot organizations.

ANGEL FLIGHT WEST

angelflighwest.org

Within and across 12 Western states: Alaska, Arizona, California, Colorado, Hawaii, Idaho, Montana,
Nevada, Oregon, Utah, Washington, and Wyoming.


https://www.aircarealliance.org/
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The following pages are additional materials provided by some of the listed organizations.



OFFICE OF PATIENT RECRUITMENT

The Office of Patient Recruitment (OPR)
educates and connects the public
to clinical studies at NIH

Recruiting both patients volunteers + healthy volunteers
O[]0
y |E

BUILDING 45
1-800-411-1222
https://www.cc.nih.gov/recruit/index.html
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HEALTHY VOLUNTEER

Healthy volunteers provide researchers with crucial data.
Someone with no known significant health problems who
participates in research to test a new drug, device, or
intervention. They are often matched to patients on such
characteristics as age, gender, or family relationship.

Some studies provide compensation and travel expenses.
Contact the Office of Patient Recruitment for further
information.

VOLUNTEER




OFFERED SERVICES

CONTACT CENTER

= How the public reaches NIH for studies
= Responds to public inquiries by phone or email

= Help patients + healthy volunteers find appropriate research
studies at NIH

= Performs telephone screenings and refers eligible
volunteers to the research team

= Offering multiple language translation services

How we can be reached:
800.411.1222 or 301.451.4383
TTY users call via relay 7-1-1

shutterstock - 1112898293

CONTACT US
Monday - Friday 8 a.m. - 4 p.m. EST



CLINICAL TRIALS RESOURCES

The National Institutes of Health (NIH) Clinical Center Search the Studies site is a
registry of publicly supported clinical studies conducted mostly in Bethesda, MD.

Search Tip: Skip any items that are unknown or not applicable
@ % ‘ @ L Enter Diagnosis or Keyword ?

Status:

Select One ~
Age Group: (J) child (birth -17)
[J Adult (18-65)
[J senior (66+)
Sex: Select One v
Clinical Center ‘Search the Studies’ page: insttute/Center: | x initutes v

https://clinicalstudies.info.nih.gov/

() Accepts Healthy Volunteers ?  Register as a Healthy Volunteer o

ﬁ?f
=

E“ Browse by institute of the principal investigator



https://clinicalstudies.info.nih.gov/

CLINICAL TRIALS RESOURCES

Search for and learn about g» ) ”?;”'}“’;“ B
. . . . . Inicatirials.go
clinical studies in other locations. 8oV

C I i n i C a I t r i a I S . gov ClinicalTrials.gov is a database of privately and publicly funded clinical studies

Find Studies v About Studies ¥ Submit Studies v Resources v About Site ¥ PRS Login

conducted around the world.

A resource provided by the U.S.

N atIO n al Ll b ra ry Of M ed iIcine Explore 439,057 research studies in Find a Study (R ke cestoenil
= all 50 states and in 221 countries.
Search research studies e
. . . See listed clinical studies related to the O Recruiting and not yet recruiting studies
(includes NIH studies) in all 50 states e e In ki
a nd worIdWIdey coverl ng 221 cou ntrles- ClinicalTrials.gov is a resource provided by the - .
Condition or disease @ (For example: breast cancer)
U.S. National Library of Medicine. - D
| X
IMPORTANT: Listing a study does not mean it
has been evaluated by the U.S. Federal Other terms @ (For example: NCT number, drug name, investigator name)
Government. Read our disclaimer for details. ’ M
Before participating in a study, talk to your health
care provider and learn about the risks and Country ©
potential benefits. ’ v m

m Advanced Search




UNDIAGNOSED DISEASES NETWORK

Solving Medical. Mysteries

@J? — 1 & y Through Team.Science
A \
O

The Undiagnosed Diseases Network (UDN) is
a research study backed by the National
Institutes of Health Common Fund that
seeks to provide answers for patients and
families affected by these mysterious
conditions.

Undiagnosed
Diseases Network

undiagnosed.hms.harvard.edu




RARE DISEASE RESOURCES

If you're looking for information and resources related
to rare diseases, consider visiting the

following websites:
Information Center (GARD): =LINICAL RESEARCH NETWORK

* Genetic and Rare Diseases
GARD (rarediseases.info.nih.gov) is a program of the NIH

that provides resources and information on rare and

genetic diseases, including a database of rare diseases

and related support organizations.

* National Organization for Rare Disorders (NORD):

NORD is a leading patient advocacy organization dedicated to
individuals with rare diseases and the organizations that serve
them. Their website (rarediseases.org) provides a wealth of
information on rare diseases, support resources, and research.
* RareConnect: RareConnect (rareconnect.org) is an online
platform that connects rare disease patients, families, and
patient organizations worldwide. It provides a supportive
community for sharing experiences and information.
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@nih_ccopr @NIHClinicalCenter @NIHClinicalCntr




QUESTIONS

Nikita Curry, MHA

Supervisor, Office of Patient Recruitment (OPR)



Cancer Patients

FLY FREE




FRIEE

WHO WE ARE

Angel Flight East (AFE) is a F I-I__I |:| @ [H] I—I__I_lg LI__IJ@
Philadelphia based nonprofit * Partner with AFE

that provides free flights to e Encourage pilots to get 'T IR EAT M IE [N:I I'I__l’|
children and adults in need of involved Make a donation

medical treatment far from  United Way of Greater

home. Additional services Philadelphia & Southern PROVIDING HOPE IN
include the delivery of supplies New Jersey UNSEPA Donor FLIGHT FOR 30
to disaster areas and other #10668 YEARS

compelling needs. Volunteer .
pilots use their own airplanes 1501 Narcissa Road Blue Bell,

and assume all costs of the PA 19422
215-358-1900

A ——
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Angel Flight East

4

WWW.ANGELFLIGHTEAST.ORG
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‘Without AFE, my treatment wouldn't

be as effective because | wouldn't

On average, AFE

provi des 1,000 be able to receive it as often. The
reoccurring flights cost of just getting there would make
ayear. it impossible."
@ = 140 passengers are NAnge| Flighf East Passenger

EA || served annually- with "Having an organization that can
—— || the availability to help

many more people. help the patients come to us is

S —

invaluable.lt would make my job a
460+ pilots cover the cost

of all flights.

-,

whole lot harder without having
‘

Angel Flight East."

“Shriner's Hospital Philadelphia

Physician

WHERE WE ARE

Service is available to
residents of the 14 states
pictured above, traveling
a minimum of 100 to a
maximum of 1,000 miles.
For destinations outside of
our footprint, AFE links up
with other volunteer pilot

organizations.



