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youth community engagement. Because these are working PANE s S . gy AT
meetfings, CAB Refreat sessions are sfructured fo e both en-

goging and inferactive. By soliciting feedback from the CAB, the = Word cloud generated from the Disclosure
refreats confinue fo evolve fo help the team focus on and ad- Story Circle exercise at the Fal 2013
dress the important topics within the PHACS community. FHACS CAB Rerrear,

oartnerships etween a clinical research team and the com-

munity they serve. CABs give a voice to the community, advo- H[I_P “—l[ (OMMUNHY, GIV[

cate for research parficipants’ rights, and help research tfeams
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sheetfs that helped address disclosure of | o= K
oarental HIV infection to an HIV-exposed Network  during the Fall Nefwork

but uninfected chid, and disclosure of a Meeting. - This list is updated and
chid's own HIV infection. distriouted to the team on an annudl

basis.

chologists, the CAB developed two fact ' community concerns and priorities 1o
be distributed to the entre PHACS

Nty representatives in order to reflect the inferests of parfici-
pants and caregivers in PHACS. The CAB is also a forum for
local CAB members to share resources and support. Many
CAB memlbers view the CAB as a second family.

PHACS CAB Role and Responsibilities List

PHACS CAB Vice Chair and Chair BRoles and Re-

n 2014, the CAB brainstormed a list of CAB mem-  SPonsidilfies List
ber expectations in an effort to help new and cur- | , |
rent CAB members understand therr roles and re- N 2014, the CAB complled a list of Chair roles and

sponsibiities. This list was generated for PHACS responsibilities. This list was generated in an effort
CAB members, but can also be used as an ex- 0 prepare and encourage CAB members o con-
ample for site CABs. sider CAB Leadership roles. New Chairs are en-

couraged to add to this list as the responsibilities
of the Chairs evolve with the group.

The mission of the PHACS CAB is to serve as a connection between researchers and community mem-
bers in order to improve and optimize clinical research studies for children/young adults/families who are
oarficiopants, and who are most affected by the research,

One of the primary functions of the PHACS CAB is t0 share resources are sup-
port across all 21 domestic clinical sites. Through monthly conference calls

and implementation of the PHACS CAB Handbook, the CAB effectively
disseminates resources and information to each of its 1/ site CABS.
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CAB members work together to create semi-annual PHACS CAB newslefters. These newsletters are dis-

By majority vote, the PHACS CAB elects a Chair and a Vice Chair, friouted to the entire PHACS network and include artwork, poems, personal testimonials, PHACS mem- ggse%AB Fandbook was he CAS meets by conference cal on a monfhiy
. . . . . ped In an effort to basis to discuss important topics including (but not
each to serve a two-year term. The CAB Chair also serves as a oer spoftlights, recipes, research summaries, and more. To date the CAB has published fourteen (14) streamline  resource imited 10)
e non-voting member of the PHACS Executive Committee. Former newsletters. sharing. To comple the |- N DiscIOSQre'
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munity know that there is hope. With the knowledge gained from . In focus . — e\ Pommgarscnira? Tt atonty 2 stoff lcisons were sur- | . Adherence: |
_ 5 the PHACS CAB, we can continue to help improve our site CABS.” Sresmme = | D T EEsss ' g8 veued dbout ther cur- b _ Site CABs.!
.\-0 fIND AND US[ .\-H[IR VOI[[S Since itfs formation in 2008, eighT (8) Chairs have rent CAB oractices and - Violence;
served on the PHACS CAB. PHACS CAB Chairs at- creferences.  The five - Safe sex

- Informed consent;
- PHACS study updates;
- Anfiretroviral medications;
- Pre-exposure prophyloxis;

- Research study participation;

- Youth fransifioning into adulthood;
- Health education; and

- Living healthy with HIV,

(B5) modules of the CAB

= KIM’ [AB [HAIR tend all PHACS in-person meetings, lead PHACS CAB Handbook nclude:

conference calls, contribute to the PHACS CAB News-
letters, and help lead CAB Retreats.

- Sefting Up a  Site
CAB;

- CAB Structure;

-, Communication;

- Meeting Content; and

- Health Education.

N addition to meting by conference call each month, the CAB has accomplished the following objectives
since its formation in 2008 including (out not limited to): oo
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CAB members acftively participate in PHACS committees and give feedoback on PHACS profocol feams.

S oSS 2 Seven (7)) CAB TDF OH Four (4) CAB members have served as community rep-
@@M members are ac- ° o resenfafives on PHACS substudy teams including the
® O

As the CAB confinues fo grow, the CAB will confinue its efforts to:
- Collaborate with PHACS WGs and writing feams to give community input info PHACS publications;
- Contribute to all PHACS CAB and Health Education and Communication Committee Projects; and

. " tive members of @ @ Newborn Evaluation for Effects of Maternal Tenofovir - Support mothers/caregivers enrolled in or considering enroling in PHACS protocals,
the Health Edu- (TDF) Use During Pregnancy Substudy, Oral Health (OH) | . - .
@ caton and Corm- PGPA Among  Particibants in PHACS PH200 —  Adolescent Please contact Megan Reznick (MeganReznick@westat.com) and/or visit the PHACS website (https://

phacsstudy.org/Education-Hub/Adult-Community-Advisory-Board) for more information about the PHACS
CAB.

munication Com- o o Master Protocol (AMP), and Pulmonary Complications in
mittee (HECC). @@ PHACS AMP Substudy.
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