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Gilead Sciences- FOCUS screening/linkage to care (funding to institution)



Flashback from 6 years ago



Australian HBV influences on my journey
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Amplifying stories and building communities





We are in a storm of disruption & upheaval

NIH cuts will wind up costing more than they saved, study suggests | STAT
Trump administration to cut all USAID overseas roles in dramatic restructuring | Trump administration | The 
Guardian
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.science.org/content/article/bloodbath-hiv-field-reeling-after-billions-u-s-funding-axed

https://www.statnews.com/2025/07/28/nih-cuts-new-study-says-long-term-they-will-cost-more-than-saved/
https://www.theguardian.com/us-news/2025/jun/10/trump-fires-usaid-overseas-employees
https://www.theguardian.com/us-news/2025/jun/10/trump-fires-usaid-overseas-employees
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html
https://www.nytimes.com/2025/05/02/us/politics/trump-budget-cdc-nih-cuts.html


• Personnel cuts, centralization of functions, consolidation of HHS divisions:
o 82,000 full-time employees to 62,000
o 28 divisions consolidated to 15
o 10 regional offices to 5
o Centralization of HR, IT, Procurement, External Affairs and Policy

• FDA, CDC, NIH, CMS (Medicare/Medicaid) workforce reductions:
o FDA by 3,500; “focus on streamlining operations and centralizing administrative functions”
o CDC by 2,400; “focus on returning to its core mission of preparing for and responding to epidemics 

and outbreaks”
o NIH by 1,200; “centralizing procurement, human resources, and communications” across 27 

institutes/centers
o CMS by 300; “focus on reducing minor duplication across the agency”

• New Administration for a Healthy America (AHA) 
o Consolidates OASH, HRSA, SAMHSA, ATSDR, NIOSH

• Other: ASPE to be combined with AHRQ into Office of Strategy; Administration for Community Living 
split across ACF, ASPE, CMS

Proposed Reorganization of US Health and Human Services
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Slide courtesy of Dr. Jen Kates



What is the role of community during stormy times? 
A tale about a thunderstorm in New Jersey



Monday July 14: Thunderstorms and flash flooding in New Jersey



Monday/Tuesday 
Assessment: garage flooded, need to remove soaked things
With parents working, 17 year old son steps in, decides to clear everything 

• You never plan for crisis, but it forces action right away

• Changing status quo is traumatic, even if things were not perfect

• When the establishment or usual decision makers are absent, who steps in? 



Tuesday/Wednesday:  
Powerwash, start floor epoxy, sort garage contents

• Crisis is a time to do a needs assessment

• Affected community has agency and can make a difference

• When the community is involved, they will not do it the same way as the 

establishment

• It may be messy, but they should be empowered



Wednesday: 
More rain, need to cover things on driveway, friends chip in

• Crisis is a time to ask for help and pull together allies

• Do not underestimate the power of personal connections

• People not directly affected by hepatitis are compelled by real life stories 



Thursday: Floor is done! Time to move things in

Garage had never been completely empty
• Disruption can be opportunity for a clean slate

• Can assess needs and redesign

We used clear bins & baskets and labelled them (not done 

before, things got lost)

• Accessibility is key to engaging community

• Transparency combats misinformation & mistrust

• Use language that is meaningful with end users (will 
certainly be less boring)



Thursday: Reorganize the “new” garage
Because kids had sorted contents, they could help 

with reorganizing
• Community should be part of the whole process- 

bringing in at the end is disorienting & not as 

impactful

• Make sure we are always educating: lay summaries, 

what this means for the community, etc

We asked them to redesign so it made sense to them 

• They put sports/outdoors equipment easy to access

• Removed the doors of a cabinet 

• Barrier from seeing contents
• Repurposed for boots- previously hard to find

• Ask affected community to design for their needs

• They will identify barriers & remove them!



Friday: Wrapping up; made deadline to leave for vacation

• 5 days from crisis to completion
• Were it not for crisis & deadline, garage low priority (would have been put off)

• Disruption is not easy, but can be an opportunity 
• Chance for non-establishment to step in

• Kids excited about potential, dreaming up ideas
• Sons- workspace for building; Daughter- art/craft/cat space
• Establishment can’t see what ppl with lived experience want 
•   Let the affected community dream

• Kids now better invested; it is their space too
• The affected community should not just be recipients, they 

should be co-owners



Summary

• Crises and deadlines mobilize energy & resources

• Viral hepatitis is an urgent crisis with an elimination deadline

• It’s time to use all our resources and networks

• The affected community must be central to the response

• Community should be involved from the beginning 

• Community involvement can be messy, but leads to better results & 

increased access 

• As community members, let’s recognize our own agency to make a 

difference & step up where we see gaps

• Working together during a crisis strengthens the 

     relationships for the long run



“The journey to ending the pandemic is not paved 
with policy papers, scientific publications 

and procurement plans

It’s carried on the backs of communities, 

and it needs to be led by communities.

Community action is what 

gives science its soul.”

 -Rosemary Mburu, IAS 2025
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