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BACKGROUND

The advocate community has been idenfified os an influenfial component
in disseminating the results of research reported at ASCO. A pilot pro-
grom offered by Research Advocacy Network represenfs a new model of
fraining for advocates. It prepared advocaes fo befter undersiand the
common concepts in oncology, improve stafistical skils fo inferpret the
presentations and idenfify the influencers and barriers fo adopfion of
research results in clinical proctice.

PARTICIPANTS

Advocates were selected based on their ability fo disseminate results
reported of ASCO fo  patient consfituency. The program involved 15
advocates with representafion from six cancer sifes, six of which affended
ASCO for the first fime.

» Breast - 7 advocates

* lymphoma -2 advocates
» Sarcoma - | advocate

» Pancreatic - 2 advocates
* Brain-2 advocates

* Colon - 1 advocate

| was new fo patient advocacy
and it wos important fo learn

about the field - the similarifies,
differences and overlaps.”

ACTIVITIES/METHODS
* Background packets were sent fo the participants prior fo all
teleconferences.

* PreASCO teleconferences emphasized some of the “common concepls”
in oncology:
- Torgeted Therapies
- Drug Safety and Approval Process
- Stafisfics for Advocates
- Understanding Treatment Guidelines
- Managing the Logisfical Aspecs of the ASCO Meefing

» PostASCO teleconferences concen-

ated on disseminafng research “Everything about the web casts wos
ik voluable. They extended my knowledge
- A panel discussed changes o and understanding, especially about for-
clnicalpracice fiom the geted theropies and anfiangiogenesis.
evidence presented af ASCO.

- “Tell Your Story" participants shared their individual accomplishments.

* Parficipans were responsible for reporfing their efforls in disseminafing the
results that could change clinical pracice in fheir disease site.

» Allteleconferences in the course ore digtally archived and available for syn-
chronized audio and video playback with web access.

RESULTS
Participants reported an increased:

* understanding of scienific conceps and longuage

* increased confidence in diologuing with researchers

» improved abiliy to ranslate research resulfs for their consfituencies
Participants provided the research results:

* through educational programs for
- stoff and volunteers
- new member orgonizafions
- the public and other advocates including those performing grant review

* fo newly diagnosed potienis and caregivers on o one-on-one basis, through
teleconferences and online patient support groups

* to survivor hoflines

 through arficles in newsletters that reached close to 125,000 readers
- Young Survival Coalifion
- YME National Breast Cancer Organization
- Nafional Brain Tumor Foundation
- PonCAN

- Breast Cancer Research Program

* through reports fo their member organizafions
- Komen's network of over 100 fflates
- PanCAN Team Hopes

* on fheir Web sites, listservs
* to the Gl SPORE and Interspore clinical friol committees
* to Cooperative Group Advacate Commiftees

* fo advocates serving on fhe Cancer Survivorship Advisory Council of fhe
USC/Norris Cancer Center

* o the media
* 1o their Board of Directors

* 1o other organizafions they work with including
- The Wellness Community
- Americon Cancer Sociefy
- Beafitudes Health Ministry

CONCLUSION
* Preparatory lectures help advocates maximize e experience of interprefing
and franslafing the resuls from the ASCO meefing.

* More prepored advocoles
- help fo advance the dissemination of research resuls through their
formal and informal distribution channels.
- are able fo translate the informafion more rapidly fo their consfituencies.

"I was very thankful fo have had the opporfuniy
fo poriicipate in the program and would

recommend it fo ofhers in years fo come!”
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ABSTRACT

Background

The odvocote community has been identified o5 on
influentiol component in disseminafing the results of
research reorted ot ASCO. A pilot program wos offered by
Research Advocacy Network to prepore odvocates o beffer
understand the common concepts in ontology, improve
stafstcal skill o interpref the presentofions ond identify
the nfluencers and barriers o adoption o research resuls
fo dinical prodiice.

Methods
Advocates were selected bosed on their bty to
disseminate results reported of ASCO to o patient
consfifuency. Pre-ASCO" webconferentes lecture fopics
incuded: Torgeted Therapis, Drug Safely and Approval
Process, Statistcs for Advocates. Post ASCO sessions
lored ~evidence-bosed  medicine  principles o
m%e that indwmrﬁenmm tﬂend
jons. Porficponts were reporting their
efforts in disseminafing the results that could change
dinicl prociice in their disease sile.

Results

Fiften odvocates representing six conter sites porficpated
in the progrom. Six of the partidpans were firt fime
atfendees. Porficiponts reported o high level of
understanding of fhe: concepts and confidence incrense
resulling in improved diclogue with reseorchers.
Participants placed arices in newsleters with o combined
circolation of over 125,000 readers. Research results were
provided to stoff and volunteers, via teleconferences, web
sites ond individuolly o newly diognosed  pafients,
coregivers, pofient support groups and survivor hotfnes.
Condlusions

Preparatory lectures help odvocates maimize the
experience of oftending and inferprefing the result from
ﬂlaﬂﬂmmdmuﬁm.#nmmmrnwudvmhsl o
odvance the diseminetion of research resuls through thei
formol and informal distribution channels and are able fo
fronslote the information more ropidly o their
consfifuencies.




