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About Us TOOAbout Us TOO
Started in 1990 by 5 prostate Started in 1990 by 5 prostate 
cancer survivorscancer survivors
GrassrootsGrassroots
501(c)(3) non501(c)(3) non--profit statusprofit status
Independent, unaffiliatedIndependent, unaffiliated
Governed by prostate cancer Governed by prostate cancer 
survivorssurvivors
325 chapter support groups 325 chapter support groups 
internationallyinternationally



Us TOO MissionUs TOO Mission

Communicate timely, Communicate timely, 
personalized, and reliable personalized, and reliable 
information enabling informed information enabling informed 
choices regarding detection and choices regarding detection and 
treatment of prostate cancer.treatment of prostate cancer.



Us TOO Vision StatementUs TOO Vision Statement

To provide the highest level of To provide the highest level of 
leadership, compassion and leadership, compassion and 
promotion of an enhanced promotion of an enhanced 
understanding of prostate cancer understanding of prostate cancer 
while improving the quality of life for while improving the quality of life for 
survivors, their families and men at survivors, their families and men at 
risk through proactive programs and risk through proactive programs and 
positions.positions.



Sound Fiscal ManagementSound Fiscal Management

Us TOO International operates very Us TOO International operates very 
efficiently and effectively, with 78% of all efficiently and effectively, with 78% of all 
contributions received allocated directly to contributions received allocated directly to 
programming and services related to our programming and services related to our 
mission of providing patient education and mission of providing patient education and 
support to men and their families touched support to men and their families touched 
by prostate cancer. by prostate cancer. 



Meets Standards of ExcellenceMeets Standards of Excellence
Us TOO International, a member voluntary health agency Us TOO International, a member voluntary health agency 
(VHA) within the National Health Council, has achieved (VHA) within the National Health Council, has achieved 
compliance with the Council's Standards of Excellence. compliance with the Council's Standards of Excellence. 

Us TOO adheres to the highest level of Excellence in Us TOO adheres to the highest level of Excellence in 
transparency, accountability and ethical behavior.transparency, accountability and ethical behavior.

The Council's Standards of Excellence cover the areas of The Council's Standards of Excellence cover the areas of 
governance, personnel policies, programs, fundraising, governance, personnel policies, programs, fundraising, 
finance, accounting/reporting and evaluation. finance, accounting/reporting and evaluation. 

The standards are aligned with the The standards are aligned with the 
standards of the Better Business standards of the Better Business 
Bureau/Wise Giving Alliance, a Bureau/Wise Giving Alliance, a 
watchdog agency that donors rely on watchdog agency that donors rely on 
for information about worthy charities.for information about worthy charities.



The Us TOO NetworkThe Us TOO Network

Board of Directors (15 members)Board of Directors (15 members)
Committees (12)Committees (12)
Medical Advisors (23)Medical Advisors (23)
Regional Directors (25)Regional Directors (25)
Chapter Leaders (325)Chapter Leaders (325)
Home Office Staff (5)Home Office Staff (5)



Us TOO StaffUs TOO Staff
Thomas Kirk, President & CEOThomas Kirk, President & CEO
Pamela Barrett, Development DirectorPamela Barrett, Development Director
Terri Gibbons, CEO Support, Program Terri Gibbons, CEO Support, Program 
Manager, Chapters, Regional Manager, Chapters, Regional 
Directors, Minority & UnderservedDirectors, Minority & Underserved
Jackie Konieczka, Patient SupportJackie Konieczka, Patient Support
Ryan Maguire, Communications Ryan Maguire, Communications 
CoordinatorCoordinator



Us TOO NetworkUs TOO Network

Board of Directors

Home Office
Staff

Medical Advisors

Committees

Regional Directors

Chapter Support Groups

United States-based chapters International chapters



Us TOO Chapter NetworkUs TOO Chapter Network
TOTAL TOTAL -- 327327
United States United States –– 300300
International International -- 2727
•• England England –– 88
•• Canada Canada –– 77
•• Scotland Scotland –– 44
•• Australia, Bahamas, Belgium, India, Australia, Bahamas, Belgium, India, 

Netherlands, South Africa, SpainNetherlands, South Africa, Spain



Us TOOUs TOO
Programs & ServicesPrograms & Services



Us TOO Support Groups Us TOO Support Groups 
(Chapters)(Chapters)

Local, communityLocal, community--based based 
Can have multiple chapters in 1 cityCan have multiple chapters in 1 city
Provide peerProvide peer--toto--peer supportpeer support
Facilitate personal information sharing Facilitate personal information sharing 
Include partners, companions and familiesInclude partners, companions and families
Independent objectives & operationIndependent objectives & operation
Some provide educational symposia & Some provide educational symposia & 
workshopsworkshops
Volunteer leaders sometimes work with Volunteer leaders sometimes work with 
other community resourcesother community resources



Home Office Support for PatientsHome Office Support for Patients

Toll free patient hotline:  Toll free patient hotline:  
11--800800--808808--78667866
MondayMonday--Friday, 9 am Friday, 9 am –– 5 pm CST5 pm CST

Free informational mailingsFree informational mailings
Materials salesMaterials sales
John John MoenckMoenck Memorial Resource Memorial Resource 
Center Center 



Central Office Support for ChaptersCentral Office Support for Chapters
Free Free listing & resources on Us TOO websitelisting & resources on Us TOO website
FreeFree monthly newsletter monthly newsletter HotSheetHotSheet mailingsmailings
FreeFree new publications mailingsnew publications mailings
FreeFree materials for health fairs & meetingsmaterials for health fairs & meetings
DiscountedDiscounted pricing on productspricing on products
Patient referrals:Patient referrals: Callers, prominent web linksCallers, prominent web links
Chapter leader supportChapter leader support: Newsletter 6x/yr, : Newsletter 6x/yr, 
resources section on Us TOO web site, Regional resources section on Us TOO web site, Regional 
DirectorsDirectors’’ support, peer connections, support, peer connections, Us TOO UUs TOO U
Increased promotionIncreased promotion due to network membershipdue to network membership
Benefit fromBenefit from unified national activityunified national activity, marketing, , marketing, 
public relations, advocacypublic relations, advocacy
Stronger identity, legitimacyStronger identity, legitimacy when connected to a when connected to a 
larger, international organizationlarger, international organization



UpUp--toto--date Informationdate Information

Monthly newsletter, Monthly newsletter, 
HotSheetHotSheet

News You Can UseNews You Can Use
ee--mail updatesmail updates



Comprehensive web site Comprehensive web site 
www.ustoo.orgwww.ustoo.org

Online access 24/7 Online access 24/7 –– 13,400 hits/day, 407,000 hits/mo.13,400 hits/day, 407,000 hits/mo.



Online Discussion Groups:  Online Discussion Groups:  
Prostate PointersProstate Pointers

14 moderated bulletin boards14 moderated bulletin boards
1.1. P2P P2P -- PhysicianPhysician--toto--PatientPatient
2.2. SeedPodsSeedPods –– brachytherapybrachytherapy, radioactive seed implants, radioactive seed implants
3.3. PCAI PCAI –– prostate cancer and intimacyprostate cancer and intimacy
4.4. The Circle The Circle –– PCaPCa support, wives and partnerssupport, wives and partners
5.5. RP RP –– radical prostatectomyradical prostatectomy
6.6. EBRT EBRT –– external beam radiation therapyexternal beam radiation therapy
7.7. CHB CHB –– combined hormonal blockadecombined hormonal blockade
8.8. HAH HAH –– humor and healinghumor and healing
9.9. IceBallsIceBalls -- cryosurgerycryosurgery
10.10. NewDxNewDx –– newly diagnosednewly diagnosed
11.11. Spirit Spirit –– spiritual supportspiritual support
12.12. WW WW –– watchful waitingwatchful waiting
13.13. PCAN PCAN –– prostate cancer action networkprostate cancer action network
14.14. Promise Promise –– grieving a lossgrieving a loss



Educational Materials:Educational Materials:
Kits, books, brochures, videos, DVDsKits, books, brochures, videos, DVDs



Educational ProgramsEducational Programs

TopicTopic--related teleconferences & webrelated teleconferences & web--castscasts

Minority & Underserved Populations Minority & Underserved Populations 
Awareness ProgramAwareness Program

Companions & Families Program:  Companions & Families Program:  
Circles of LoveCircles of Love

Us TOO UniversityUs TOO University



Leadership Training & DevelopmentLeadership Training & Development

Regional Directors Annual Regional Directors Annual 
Leadership WorkshopLeadership Workshop

Minority & Underserved Pilot Site Minority & Underserved Pilot Site 
Leadership MeetingsLeadership Meetings

Us TOO UniversityUs TOO University



Awareness MaterialsAwareness Materials



5K run + 3K family walk 5K run + 3K family walk ‘‘n rolln roll
held annually in September in held annually in September in 

ChicagoChicago

Awareness ActivitiesAwareness Activities

Workplace giving program Workplace giving program 
held annually in Septemberheld annually in September

SEA for Us SEA for Us TOOTOO’’ss mission:  mission:  
Support Educate Advocate.Support Educate Advocate.

SEA Blue, See Blue. SEA Blue, See Blue. 

Reaching men through the Reaching men through the 
universal language of beeruniversal language of beer



AdvocacyAdvocacy

One Voice Against Cancer (OVAC)One Voice Against Cancer (OVAC)
Cancer Leadership Council (CLC)Cancer Leadership Council (CLC)
National Health Council National Health Council –– Voluntary Voluntary 
Health Agencies memberHealth Agencies member
Conferences & meeting attendance:  Conferences & meeting attendance:  
AUA, ASCO, NCPC, PCF, etc.AUA, ASCO, NCPC, PCF, etc.



Our BeliefsOur Beliefs



Us TOO Prostate Health RecommendationsUs TOO Prostate Health Recommendations
Adopted September 2003Adopted September 2003

Establish a Establish a ‘‘baselinebaseline’’ PSA value and get annual PSA value and get annual 
examinations:examinations:

•• By age By age 4040 for African American men and men for African American men and men 
with a family history of prostate cancerwith a family history of prostate cancer

•• No later than age No later than age 4545 for all other menfor all other men

Annual prostate exams should include:Annual prostate exams should include:
* * PSAPSA (Prostate Specific Antigen) blood test, plus(Prostate Specific Antigen) blood test, plus
* * DREDRE (Digital Rectal Exam)(Digital Rectal Exam)



Us TOO Prostate Health Recommendations, cont.Us TOO Prostate Health Recommendations, cont.

1. 1. Make it a calendar event so you remember!Make it a calendar event so you remember!
(Birthday, Father(Birthday, Father’’s Day or during September, s Day or during September, 
which is Prostate Cancer Awareness Month)which is Prostate Cancer Awareness Month)

2. 2. Know your PSAKnow your PSA -- Keep a record of the Keep a record of the exact exact 
numbersnumbers, not just that it is , not just that it is ““in the normal in the normal 
range.range.””

3. 3. Track changes in your PSATrack changes in your PSA –– An increase of An increase of 
25% or more is a red flag 25% or more is a red flag –– see your doctor see your doctor 
for followfor follow--upup



Us TOO Prostate Health Recommendations, cont.Us TOO Prostate Health Recommendations, cont.

Us TOOUs TOO believes that following these believes that following these 
recommendations will detect prostate cancer recommendations will detect prostate cancer 
earlier, decrease deaths from it and improve earlier, decrease deaths from it and improve 
quality of life.quality of life.

Earlier detected disease is more easily and Earlier detected disease is more easily and 
effectively treated.effectively treated.

Us TOOUs TOO also believes that the benefits of early also believes that the benefits of early 
detection and treatment outweigh the cost and detection and treatment outweigh the cost and 
inconvenience of occasional false positives that inconvenience of occasional false positives that 
result in biopsies of healthy tissue. Those result in biopsies of healthy tissue. Those 
benefits are in the form of reduced overall cost benefits are in the form of reduced overall cost 
and increased effectiveness of treating the and increased effectiveness of treating the 
disease.disease.



Stepping Up to the Growing Stepping Up to the Growing 
ChallengeChallenge

Preparation and communication are essentialPreparation and communication are essential
Recognize the Baby Boom generation is Recognize the Baby Boom generation is 
entering high incidence age entering high incidence age nownow
More presence in national mediaMore presence in national media
# diagnosed/yr climbing from 230,000 to # diagnosed/yr climbing from 230,000 to 
300,000 300,000 in the next 10 yearsin the next 10 years (+40%)(+40%)
1 in 6 of the 39 million Baby Boomer men 1 in 6 of the 39 million Baby Boomer men 
translates to translates to 6.6 million men at risk and in 6.6 million men at risk and in 
need of screening and information/support need of screening and information/support 
for decision makingfor decision making



Making a Difference TogetherMaking a Difference Together
Share personal storiesShare personal stories
Promote the color blue and the blue ribbon Promote the color blue and the blue ribbon ––
representing support and research efforts for representing support and research efforts for 
prostate cancer prostate cancer 
Reach out to those at high riskReach out to those at high risk
Create new chapter support groups in Create new chapter support groups in 
underserved communitiesunderserved communities
Be a leaderBe a leader
““Never doubt that a small group of Never doubt that a small group of 
thoughtful, committed citizens can change thoughtful, committed citizens can change 
the world:  indeed, itthe world:  indeed, it’’s the only thing that s the only thing that 
ever has.ever has.””

Margaret MeadMargaret Mead



Thank You!Thank You!

www.ustoo.org
1-800-80-Us TOO
(1-800-808-7866)


