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Editor: Terri Likowski, Chapter Services Program Manager

WHAT CAN | DO?..TAKE ACTION NOW'!

By now, you may know that the US Preventive Services Task Force (USPSTF) has
prepared a draft recommendation against prostate-specific antigen (PSA )-based

screening for prostate cancer.

The Task Force will be accepting comments on this draft recommendation statement
through November 8, 2011. | encourage every one of you to post your comments at
this website: www.uspreventiveservicestaskforce.org/tfcomment.htm.

Commentary categories include:
A How can the USPSTF make this draft Recommendation Statement clearer?

A What information, if any, was not included in this draft Recommendation Statement

that you expected to find?

A Based on the evidence presented in this draft Recommendation Statement, do you
believe that the USPSTF came to the right conclusions? Please provide additional
evidence or viewpoints that you think should have been considered.

A What resources or tools could the USPSTF provide that would make this Recom-

mendation Statement more useful to you in its final form?
A Any other comments you have on this draft Recommendation Statement.

The USPSTF is committed to understanding the needs and perspectives of the pub-
lic it serves. Please share any experiences that you think could further inform the
USPSTF on this draft Recommendation Statement.

Empowerment is what Us TOO is about. Equipping men with support and unbiased
information to make decisions about their disease. Our experience with prostate can-
cer has taught us many lessons. We support men wanting to learn more about their

prostate health status.

We want you to take action by submitting your thoughtful comments. Engage your
network of fellow survivor warriors, friends, family, coworkers and neighbors to sub-

mit comments!

We need THOUSANDS to raise their voices, not the hundreds the prostate cancer
community has typically responded with in the past. This is our time. Make your voice

be heard! More than ever, your action is urgently needed!!

Thank your for your participation and support!


http://www.uspreventiveservicestaskforce.org/tfcomment.htm

VERY IMPORTANT NEWS FOR ALL
SUPPORT GROUP AND CHAPTER LEADERS

As you may or may not know, at the August Us TOO University, US TOO
a new Policy developed by the Program Committee, and ap- Support Group

proved by the Us TOO Board of Directors, was announced. This
and Chapter

Review Process

policy calls for all groups working with Us TOO to meet the re-
quirements of updated standards and to sign a Teaming Agree-
ment. Copies of several new documents were shared with those
who attended the Us TOO Unive
meeting.

We are sharing the information with you and beginning the im-
plementation process. Our goal is to deepen our relationship
between the home office and your group. We recognize we can-
not get to all of the 300 plus groups right away, so we plan to
address this in a tiered manner, working with those most moti-
vated first.

On Friday, October 28, we sent out an email blast to all of our
leaders with a copy of the this booklet. If you did not receive the

email, it means we do not currently have the correct email
Us TOO Support Group and Chgpte

address for you. Please contact terri ustoo.org immediately

so that we can fix that, and | will then send you a copy o

Once you have your copy, please take some time to review the Us TOO Support Group and Chapter Review Process

Kit which contains three booklets; a Chapter Standards, a Standards Self-Study Work Sheet and a Teaming Agreement
booklet.
We would like you to see the information, become familiar with it, and plan to attend a conference call with volunteers

and staff to provide an overview and answer your questions.
These conference calls are scheduled for:
i Tuesday, November 15th at 10:30am Eastern / 9:30am Central

i Wednesday, November 16th at 4:30pm Eastern / 3:30pm Central

Please RSVP by Wednesday November 9th if you plan to join us on the call. Simply respond to terri@ustoo.org and let

us know which call you would like to participate in and we will respond with the call-in number.

Thank you in advance for your participation.


http://www.ustooevents.org/site/R?i=hS2I3DiZa2g47MFQxeUKVg
http://www.ustooevents.org/site/R?i=PUpU8ByH4hFSDrCwwPEY5g

Us TOO Seeking Nominations for the 4th Annual Edward C. Kaps Hope Award

Would you like to recognize someone who volunteers with your local Us TOO support group chapter that has
made a difference in your life and in the lives of others battling prostate cancer? If so, please submit a letter of
nomination to Us TOO by Friday, November 11, 2011.

The Edward C. Kaps Hope Awargjigentod ! y hdziadt yRAY3I [ SIRSNIAY Ly ! a ¢
Shown Unselfish, Dedicated Service to Prostate Cancer Survivors and their Farhdiesvard was created by

and named folEd Kaps, one of the organizing and founding Board Members of Us TOO International. He re-
mains a Director Emeritus of Us TOO.

Who can be nominated?Any Us TOO International support group volunteer can be nominated. Nominees can
include, but are not limited to, support group leaders, leaders of your spouse/ companions group, special event
volunteers, or any other volunteer whose leadership and commitment is vital to the success of your chap-

ter. The size of your support group is not a criteria, the size of the heart of your nominee is!

How to make a homination:Please send a letter of nomination, 500 words or less, indicating why your nomi-
nee should be consideredou will want to indicate the positive impact that this person has had on the life of
your chapter, and how men and their families have benefited from their committed seriise, please list the
location and name of the Chapter that this individual represents.

Please email your letter to Terri Likowski, Program Managera@ustoo.orgor mail directly toTerri
Likowski, 105 N. Tanninger Road, Mount Holly, North Carolina, 28120. EMAIL PREFERRED

Letters of nomination must be received no later than November 12 and will be reviewed by the Us TOO
Awards Committee.Awardees will be announced November 19 and invited to attend the Us TOO Annual Meet-
ing in Chicago on Friday evening December 2, 2011 in Chicago.

Person (s) selected for the Edward C. Kaps Hope Award will receive:
An Us TOO International Logo Watch
Honorary Plaque

Name engraved on our Hope Award plague in the Us TOO home office and receive special recognition in an up-
coming edition of ouHotSheetand Chapter News!

Past awardees included: (2010) Willie Cotton, Bill Whitmore, Craig Schmidt, Judi Sumoski, Henry Plunkett and
George Melton. (2009) Russ Gould, Bill Stevens, Johnny Payne, Rex Zeiger, and in memoriam, Bill Boyd; (2008)
Stan Rosenfeld, Ralph Valle, Shirley Grey, Chuck Maack, Bill Blair, and in memoriam, Jack Pais and Harry Pincho

Those who have been awarded are not allowed to be nominated again.

We look forward to sharing the stories of the new nominees in upcoming issues dbtBfeetthe Us TOO
webpage, theChapter Newsand in an email blast.

***Nomination Letters Due by Friday, November 11, 2011***



mailto:terri@ustoo.org

The Us TOO Hartford Hospital Prostate Cancer
Support Group reached a milestone in June as it
celebrated 20 consecutive years of service !

An affiliate of Us TOO, Inc. the National Prostate Cancer Support
Group, planning began shortly after an Us TOO brochure arrived in
the offices of HH urologists in 1990. With commitments from the
Department of Urology, Cancer Program and Hospital Administra-
tion, the first HH Prostate Cancer Support Group meeting led by
Peg Garrison, A.P.R.N. took place in the Conklin Building Gilman
Auditorium June 25, 1991. Urologists sent letters to all of their pa-
tients diagnosed with prostate cancer. Nearly 250 people attended
that meeting which set a precedent for the largest initial meeting
attendance in the country! Edward C. Kaps, Us TOO Chairman,
was guest speaker. The first prostate cancer support group in the
Northeast continues to serve as a prototype for others across the
USA and beyond. Meetings are held monthly on the first Tuesday
facilitated by Peg Garrison, A.P.R.N. and Carole Fox, C.U.R.N. The

2011 group photo: Left to Right: Dr Stuart Kesler, Dr
Andrew Salner, Sal Terranova, Peg Garrison, APRN, Dr

R. James Graydon, Carole Fox CURN,

Dr Vincent Laudone and Dr Joseph Wagner.

format consists of a guest speaker followed by refreshments and break out discussion groups. Currently there are approximately

300 to 500 members including spouses. Attendance usually

ranges from 25 to 80 per meet]i edu -
cation, problem solving and support for prostate cancer patients
and their families, including outreach to the general public. On
June 23,2011 a gala 20" Anniversary Celebration took place in
the Education Resource Center at Hartford Hospital. HH Food
and Nutrition Services created a fine dining experience with
cocktail s, hors d oeurvres, b e
topped with Congratul ations Cancer
Support Group 20 Years . Si x e pro-
gram. Speakers, Dr. Andrew Salner, Dr. James Graydon, and Dr.
Vincent Laudone who were involved with the initial planning and
implementation of the group, were joined by Dr. Joseph Wagner 1991 group photo: Left to Right: Dr Andrew Salner, Peg
and Dr. Stuart i . i
Garrison APRN, Us TOO Director Emeritus, Edward C.
Kesler. They .
each dis. Kaps, Dr R. James Graydon and Dr Vincent Laudone.
cussed the
latest advances in diagnosis and numerous treatment options for prostate can-
cer. Prostate cancer survivor Sal Terranova gave a heart felt talk about his
personal experience dealing with his diagnosis and treatment issues. Sal be-
came very emotional as he spoke of an incident when he encouraged a man
to get screened and that screening revealed the disease in its early stage. The
Sam Pasco Trio played before and during dinner. The evening concluded with
a performance by Wes Garrison and Johanan Bickhardt who delighted the
mi nat.

Garrison entertained the crowd with a

f un duet call ed Your 2’

Left to Right: Johanan Bickhardt and Wes [¢Ff owd with their vocal talents, cul
FUNNY THING HAPPENED ON THE WAY TO THE FORUM.

e Lovely
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You are invited

to help Us...
help them TOO!

www.ustoo.org/2011DonateHope

For 21 years, Us TOO International and hundreds of our volunteers have been carrying out peer-to-peer
education and support activities for those in need. Maybe you or one of your loved ones have benefitted

from our brotherhood and resources.

Unfortunately, we stil/l often hear [ wi sh | had kn
husband/ brother/ fatWerdamas tdiwagnnkepmtsscetb We veant the bedt for
these men and their families, and know we can give so many the hope they seek through our education,

support and advocacy resources.

This year S a n n u a Wwhich werac cadling she iHopeaQamppaignl- is very important to our
ability to serve you and the ever-growing stream of men and their families confronted by prostate cancer

decisions.

We are wrapping up another year and looking forward to a bright future, but we could use your help to
reach a wider audience of men and those who care about them. We appreciate any assistance you can
provide in helping support our outreach, programs and services for men and their families battling prostate

cancer.

Our goal is to raise $30,000 by December 31, 2011.

Funds raised will be directed to help the Us TOO home office's ability to work better and more closely with
all the local support group chapters, who in turn, better support local community members with or con-
cerned about prostate cancer. Please help us continue these important and vital services so they can be
available for those wrestling with this disease.

Please send your check to Us TOO International, 5003 Fairview Ave. Downers Grove, IL 60515 or Donate
directly online at www.ustoo.org/2011DonateHope



http://www.ustooevents.org/site/R?i=enym2ua3J_SlZbshww-n2g

The 2011 Us TOO University support group leader training symposium was held
August 19-20, 2011, with 133 people gathered in Chicago from 22 states and the
Bahamas. Attendees included leaders from 33 Us TOO chapter support groups,
those interested in starting a support group, other advocates, members of the
Board of Directors, corporate supporters and staff.

Thi s t heme was Teaming For

who are or want to be more proactive and engaged with Us TOO International

year s

and discuss new collaborations, fundraising projects, and resources for men and
their families to make informed decisions on prostate cancer detection, treatment

and life beyond treatment.

Sessions topics covered a medical update of new developments in practice and
research, getting active with exercise, strategic corporate collaborations and how
they impact you and those you help, Us TOO key initiatives and next steps for
success. Highlights included motivational speaker, Chuck Gallagher, for his lunch
presentation, Shelley Imholte, LCSW, MSW in facilitating an active discussion on
the impact of prostate cancer on sexuality for couples, plus a moving and informa-
tional impromptu presentation by one of the attendees on solutions for living with

incontinence.

One main group exercise identified
| mprovement . Topics generating live
for continued activity: Early Boys Health Education, Political Engagement
( Advocacy ) , Finding New Patients, Pr

Tom Kirk, Us TOO Pres./CEO (left) and Kay
Lowmaster, Us TOO Executive Committee
Vice-Chair (far right) present the Out-
standing New Leader Award to Tracy Cam-
eron (center) of the Us TOO AUA Prostate
Cancer Center in Joliet, IL, for activating a
- firstryeag SygPor arouR tp hald,a gpif tougna-s
mentiand padieipate inrthe SEAI BlueProstate

Walk in Chicago, raising nearly $10,000 in the
omoting %étKNiO)r}e%rsBaCk’ Taq

¢

Skills/=Companion groups, Growing New Leaders, and Diversity in Groups.

Community Leadership Fundraising Award went to Bill Palos,
(center )Us TOO Regional Director and past member of the Us
TOO International Board of Directors, leader of the Us TOO Greater
Quad Cities Prostate Cancer Support Group in Moline, IL, for rais-
ing more than $40,000 through the annual QC Marathon walk, Bird-
ies for Charity and other events in the last 5 years for prostate edu-
cation, awareness and early detection testing functions in the west-
ern lllinois and eastern lowa communities. Bill is pictured here with
Tom Kirk (farleft) and Us TOO Executive Committee member

Dave Houchens. 6

Us TOO plans to create subcommittees to continue
discussion and planning to benefit the entire Us
TOO network of support group leaders and survivors

and families over the coming months.

A Personal Action Fundraising Award went to Mi-
chael Hughes of West Linn, Oregon for creating a
fundraiser and awareness campaign for Us TOO at
his five Valvoline stores in Oregon and Washington
states. Last year campaign raised $5,500. This
years campaign runs through October 2011.

Finally, special thanks to our

corporate supporters, whose
support made it possible for
us to hold this event!

for
t h

ping
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