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John Fawcett: Hello, I am the [Director of Global Policy and Advocacy] here at RESULTS.  A special welcome to anyone joining for the first time.   If this is your first or 50th, I hope you will take a few minutes in your groups to discuss a plan to come to the International Conference in Washington, DC.  We have some exciting speakers, new sessions, and as we know for appropriations, there are some serious threats we need to talk to Congress about.  I hope you think about that.  

We are going to take time today to dig in on the issue of tuberculosis.  We will welcome Dr. Jennifer Furin, an infectious disease doctor, but first we have Dr. Joanne Carter joining us from New Delhi, India.  It is past midnight there so I don't know if it is your birthday here or there, but happy birthday.  

Dr. Joanne Carter: It is my birthday back there.  It was yesterday for me here in India.  I decided to stay up late and say a few words on this call because I wanted to share with you my hopefulness and urgency about the opportunity and the moment we have right now to bring much more political attention and resources to tuberculosis.  I am excited to have Jennifer on the call today - an amazing physician advocate.  In the 20 years of RESULTS advocacy and my own on this issue, I truly don't think we have ever had a greater opportunity to move this issue and get political attention at the highest level.  Not only in treatment, but in the tools needed to beat the disease.  We now officially have the opportunity of a first ever UN high level meeting on this in September.  That is fully official.  With allies all over the world we are working to get heads of state there and looking to get high level commitment to drive and finance more ambitious action to find/treat everyone with TB.  There are 4 million people with TB not being reached by the public health system.  I am in India as the chair of the board in a group working on TB.  We are having our board meeting in Delhi.  In part because of the moment we are in and the momentum created, this has become a 3 day set of events with the PM of India, as well as head doctors in this area.  India has the largest burden of TB in the world.  The Indian government wants to end TB by 2025 and they have increased resources and committed to leave no one behind.  They have ramped up plans and the PM himself is tracking the progress.  India is not where it needs to be but it is an amazing show of political commitment and what it looks like as it ramps up around the world.  This is a stepping stone to the meeting in September.  

Over the next 3 days the WHO and the TB partnership will be publicly working together to reach everyone with TB with quality treatment so that everyone .... [sound cut out.]  

John:   I think we lost Joanne.  She is in Delhi and maybe we can get her back.  But high level folks there planning ways to reach all the people with TB that we are not even correctly diagnosing.  

Jennifer is a leading infectious disease doctor and a medical anthropologist and a lecturer at Harvard with a grasp on the disease and how it effects people.  I will turn it over to you now.  

Dr. Jennifer Furin:  Thank you so much.  I will put my video on and you can see me.  Before I get started I want to thank you for joining the webinar today.  This team of advocates around the world is the reason I hope the high level meetings Joanna was talking about will turn into action.  My goal today is not to give you a long lecture.  I know [TB Advocacy Officer] David [Bryden] spoke already about the facts and figures of tuberculosis.  But it is important to discuss some of the areas we can share as a common ground and to answer your questions.  I have been a tuberculosis doctor for 25 years now and I work on drug resistant forms on vulnerable populations like children, or those with HIV, and people who are poor that are impacted.  .  

When I think about tuberculosis I can feel overwhelmed working and living in a place like the US where it seems tuberculosis is a thing of the past.  My mother once thought I had failed my medical boards when I said I wanted to go into tuberculosis because she thought it was no longer a disease that was around.  But we need to work on this one.  Everyone breathes.  A patient in Romania that was drug resistant to tuberculosis got it just from breathing.  Sometimes we see stigma against those with tuberculosis but it can be caught through breathing.  Everyone can be at risk.  So I think this is a nice way to get in the door.  

I think some really key points to all be on the same page is that there are about 10.4 million new cases of tuberculosis that occur yearly.  This is a disease that is treatable but 4000 people die from it daily making it the leading infectious killer around the world.  In 4 days more people die of tuberculosis than died in the entire Ebola outbreak in W. Africa.  Not that we should compare morbidity and mortality from disease, we should work on them all, but with the media attention that was given to Ebola, though it was too late, we had countries all over the world pledging to stop it, but in 4 days more people die of tuberculosis regularly.  

Drug resistant tuberculosis is particularly serious.  Makes treatment of it much longer.  The people treated for this don't do as well as those with types that are drug susceptible.  We are at a time of antibiotic crisis.  We are going back to an age from before antibiotics.  Tuberculosis is probably the most significant in this area.  Drug resistant forms will be responsible for 1/4 of all deaths from microbial pathogens.  

Here in the U.S. it may seem like a good time and that tuberculosis has leveled off, and we should scale back.  We did that once before.  Maybe you remember that time or you were younger at the time, but in the mid - late 1980s big cuts were made to tuberculosis funding.  Then there was a devastating outbreak in New York City and it cost the government over 1 billion dollars to get back under control.  That is a living example of what happens if we cut the funding.  

Today I wanted to speak more about the fact that tuberculosis is a disease of the family.  More than other infectious disease.  Usually not just one person that has it, but entire households.  There are estimated 20 million children exposed to tuberculosis yearly.  These children will go on to become sick unless they are offered interventions, but most [are not?].  It is like rolling the dice with children's health.  20 million children/year is significant.  You will hear talk about the new political slogan many countries have about ending tuberculosis vs. just control.  The WHO has promoted an end tuberculosis strategy within the next 15 years but we have lots of data showing that not possible.  Even with everything we have that can't be achieved but it has become a slogan.  If the U.S. government and other governments continue to invest in research and new tools we can improve.  

I just came from a conference in Boston on viruses and it was a banner year for tuberculosis.  There were many new clinical trials on how to diagnose and treat it and it can alter our landscape.  If someone has tuberculosis right now they are offered treatment and preventative therapy with a 6-9 month regimen.  There was a study showing that a one month regimen will soon be enough.  That will get us closer to our goal of ending tuberculosis in 2030, or 2025 in India.  But we need to invest in new resources if we plan to make headway.  

This is a picture from a children's hospital ward in central Asia.  These are children with drug resistant forms of tuberculosis.  They were infected in their houses and in the hospital for 18-24 months for treatment.  They get a daily injection for 6 months minimum.  When it comes to global tuberculosis to really measure how we are doing, we have to look at the children.  In this hospital full of children with extensively drug resistant tuberculosis we can see we aren't doing well.  Children are more vulnerable to drug resistant tuberculosis and they can tell us how things are going globally, and it isn't going well.  It is heartbreaking that these children have to be in hospital as long as they do.  Some of them are a different color that is from medicine that turns their skin orange.  In this case a family had their family home burned down by neighbors that found out they had tuberculosis.  Just frank discrimination.  They suffered injury and burns.  

We need to talk to our law makers but also to get the message out there that you get tuberculosis by breathing.  We need to reduce stigma and discrimination.  These children get treated with a daily injection for 6 months.  This is unpleasant and painful for them and worse as many as half of them could permanently lose their hearing as a side effect.  There are some new treatments created but they aren't all available to some of these places.  We need to make it so no child has to become sick with this disease and that they are treating with high quality care in an environment with compassion.  

Focusing on the fact that anyone that breathes can get tuberculosis.  How do we help each other and policy makers breathe with ease?  The key message we need to focus on are here.  Do not cut funding to domestic programs, we need to increase funding.  We need to make sure that we shore up our own domestic programs in the US in a time of great budget cuts towards health programs.  Even though tuberculosis rates may look low, we know what happens if we dismantle our domestic programs.  Since this is an airborne disease that can't be kept out by borders, we need to increase our activities around tuberculosis globally.  A lot of countries are being transitioned off the global fund and USAID is the major donor to tuberculosis activities globally and we need to scale up these programs.  Everyone needs to breathe easier around this.  Expanding research capacity is imperative.  We know we can't end tuberculosis within our lifetime if we don't increase our access to tools to help us do a better job.  “End Tuberculosis” is an empty political slogan but it doesn't have to be.  And we need to really involve survivors that have lived with this disease and those living with it now.  Unlike HIV where people with it are active participants, tuberculosis patients are often discriminated and kept out due to infectiousness.  

Joanne mentioned the UN meeting in September and I think a lot of investment has gone into that.  But unless there is a group of people willing to hold the government accountable for the promises they make, it will just be another big political circus without meaningful action.  They will sign declarations and that is easy to do, but when people go home things don't change.  So the opportunity this meeting offers isn't just one for handshakes and pictures, but one that all of us that care can hold those leaders accountable to their promises and keeping them in line with the goals.  

That is all I had to say and sorry for going on too long.  I am very passionate about tuberculosis.  I will stop there and see what questions or comments you have or what else you want to talk about.  Thank you for your attention.  

Ken Patterson: thank you Jennifer.  I want to tell folks on the phone that I will unmute you all but please keep yourself muted unless you are speaking.  You can also type your questions into the chat window.  I think we have Joanne Carter back on the line.  Do you have anything to add?  

Joanne:  Jennifer you said it beautifully - and I have little to add.  You are right about the high level meeting being only a moment.  That is why we have to work now and the work we are doing now to get Congress to commit to these funds.  In terms of external financing we are the most important player in the world.  This work is key.  If we can do more with that and get Congress to lead and to get USAID to be more proactive with the tools, it will be critical.  It will also be about accountability in governments all over the world, including ours to make sure pledges and commitments turn into services delivered.  And Congress is really in the lead and you are in the lead of driving Congress.  And last pitch, the International Conference is 4.5 months away.  So thinking about this as a strategy so we can be on the hill but getting people to deliver at the level needed to tackle this as one of the biggest health drivers of poverty in the world.  

Ken:  Thank you Joanne.  Is there anyone on the line with a question?  

Roger:  I am in Anchorage.  I wonder if Jennifer can expand on her point that there was a study that said one month of treatment was a good prevention.  Is the idea that some drugs for people that have been exposed but not diagnosed and that stops the spread?  

Dr. Furin:  These are studies done in Alaska.  When you breathe in the germ for tuberculosis a number of things can happen.  What usually happens is you breathe it in and your immune system takes care of it.  But about 10% of people can't keep it under control and they become sick with tuberculosis.  People refer to that as "active tuberculosis."  Once you breathe in the germ the bacteria is living in your lungs, even if under control.  It takes about a billion tuberculosis bacteria to make you sick.  When it is under control in your lungs there is 100,000-1 million bacteria in your lungs.  But you are at risk that in your life it will multiply.  If you are immunocompromised your risks goes up.  So if someone has been exposed to tuberculosis the theory is to treat that with one or two drugs over a short time.  That is preventative therapy.  You are treating the infection.  In the past the treatment used to consist of 6-9 months of a daily pill.  But the new study from Boston shows that one month of treatment can be as effective in killing that infection.  What happens when you kill that infection is you won't become sick with tuberculosis.  If we just treat those with tuberculosis the rates will fall 1-2% per year.  So we need to treat these people to eliminate the disease.  But that is daunting for people because you are looking at treatment for 6-9 months.  But now we are looking at a one month treatment.  The drugs are expensive however so we need to lower them, but we need to take care of these people.  

Question:  How much money given to USAID from us stays in the US?  Some congressmen are more interested in why we should spend money overseas?  

Dr. Furin:  Great question but I can't really answer that.  Let us work to find those numbers and send them to you.  I do most of my work outside the US.  We have about 10,000 cases of tuberculosis in the US yearly.  What I tell people with questions of this nature is that tuberculosis is a disease that doesn't stay within one country or another.  Boundaries are poor at that.  A lot of the research from USAID and the US government is in tuberculosis research.  Some goes to caring for those sick but a lot goes to research on Tuberculosis to find new tools and strategies.   We are unable to do those studies in the US because we don't have enough people living with tuberculosis.  So this is a case where investing in other countries protects the US.  We can't learn how to best stop an epidemic within our own country.  There are small epidemics in the US.  Recently one in Alabama.  Most of us in the U.S. haven't had to deal with that and we can't develop better tools without investing in better research in other countries.  Should an outbreak come to the U.S., and it could happen, a terrorists could even unleash this as a threat.  We would be ill equipped here to deal with that without the research coming from other countries.  Much of the money is in academic funding for research.  So the money does serve people in the U.S. because as we find new tools we can use them here.  

Question:  You mentioned stigma and discrimination.  I have a background as an anthropologist as well and what have you implemented as a strategy against stigma and discrimination?  

Dr. Furin:  I think we tend to ascribe cultural differences as a reason for discrimination.  But we know that really across cultures tuberculosis is a disease considered dirty.  And people are considered bad people if they have it.  Women about to get married will lose prospects, people lose businesses and homes.  How people describe it culturally might differ, but we know this is a disease that engenders a lot of fear towards those with the disease.  We see discrimination from the medical community as well.  Our infection control strategies aren't sophisticated unlike HIV where we have harm reduction.  But people that have had tuberculosis are feared by others.  I don't want to normalize tuberculosis but we need to make it understood that anyone can get it and it is curable.  The medical system discriminates against these people but this is a disease that is curable and we have to have compassion for our brothers and sisters.  

Ken:  That is a useful answer.  Thank you for that.  And thank you for taking the time to join us on a Saturday and for explaining all this to us.  You are welcome to hang around if you like.  We are going to move on to our legislative update.  Thank you again.  

Jennifer:  Thank you to all of you.  My email is known and if you have questions you can contact me.  I look forward to seeing what you do this year.  

Ken Patterson [Director, Global Grassroots Advocacy]: Let’s start with the [Grassroots Café] here.  I want to remind folks we have a solid game plan for building out movement in 2018.  You can see on this diagram that the first half of the year is focused on engaging advocates through letter writing.  We know that writing personalized letters is a really important action for influence with our congressional offices and that also writing these letters creates an opportunity for us to further engage people with new results.  That engagement includes joining us in a meeting with our local offices and congressman and hand delivering those letters.  Joining us at the international conference, build relationships, and look our officials in the eye.  This push to engage people through #LettersGetLOUD will lead to greater engagement during election season.  I want to point out that this game plan is about growing our movement but also of importance because of the threats to programs and funding for people in poverty.  This is under threat by the administration and the general political climate.  

There is a massive national debt situation and they are calling for spending cuts.  The political environment is so noisy it takes persistence to hear back from our congressional offices.  This isn't just a nice plan but it is critical to protect the progress we have made.  People's lives are depending on this plan to work.  I want to check and see right now if John is back and then we can go back to building this movement . . .  Lisa, can you find John's number?  

John:  Hi everyone.  The technology gremlins are out in force today.  To say a few words about appropriations.  As Ken mentioned this is a serious threat and you have worked diligently on getting support for signers to the house appropriations letters for priority issues including tuberculosis and maternal and child health and nutrition and education.  You will see hopefully a chart that includes a snapshot of where we are today as of the close of business yesterday.  A couple key points - one is that each of these letters are directed to the leadership and are a key measure by which the appropriations chair and ranking members look at when they decide how much to give to tuberculosis, or maternal nutrition, and everything else in the budget.  They count these requests and weigh that in their decisions.  So that is why we focus on the signers each year on these.  

As you can see each letter is bipartisan.  Not only in leadership and sponsors, but with everything.  We have been able to extend the deadline on each of these letters.  The earliest any would close is Monday.  You do have time to make a last set of calls on Monday to your representatives to ask them to support these letters.  On the next slide there are resources to support you in these requests, including a talk about making that last final follow up call asking for support.  

And finally I will send the listserv a specific list for each of these letters.  It is a list of representatives that signed it last year but haven't yet this year.  That can speed up their decision making process with the aids if you can say it was signed last year and we would love the support again this year.  That can be an extra boost.  So I will send that out too.  And I want to thank each of you that took time to submit a form and a big thanks to [Senior Advisor, Global Policy and Government Affairs] Crickett [Nicovich] and [Advocacy Assistant] Susan [Fleurant] for the help.  We will be wrapping up our big push on appropriations in the house this week and then on to the senate.  It can take a bit longer and always after the House.  The big focus Monday/Tuesday next week is to bump up these numbers.  

Ken:  Thank you John.  We have our work cut out for us on appropriations.  This tuberculosis theme will carry us through March.  Now continuing on to [Global Health Associate] Mark Campbell to talk about #LettersGetLOUD campaign .  

Mark:  This campaign has been awesome to see all the letters we have generated and it has been inspiring to see the work you are all doing and the successes you have had.  We are going to continue working with this campaign and there are opportunities for engaging more people in writing letters and getting them to congressman and inviting people to join us for delivery and to the international conference.  Remember that Letters Get Loud is about growing the movement and building up political will in our communities.  World Tuberculosis Day is coming up the 24th.  A great opportunity to get the information we heard today out into the community.  It is a great opportunity to reach out to groups working on Tuberculosis locally.  There is a 2-week congressional recess coming up end of this month.  This is a key moment to invite the people that wrote letters to join us and deliver those letters face to face.  

And to check the Letters Get Loud campaign page, just a reminder.  I love sharing with you about these experiences, but I would love to hear from you if you have been doing this on the ground and I am going to call on Vincent Lin with a story to share.  

Vincent:  I am a senior in college and as a leader at Harvard I organized 2 letter writing sessions on campus recently.  Our key to success is confirming 3 times with participants ahead of every event.  We explain the problem, opportunity for action, and gather letters.  This week I delivered these letters on the hill in Washington, DC.  Some folks got responses from their reps and everyone is following up this week.  I was recently in Sierra Leone and saw people dying of tuberculosis because they weren't diagnosed early enough.  I am encouraged to see my 18-19-year-old classmates that are critical are discovering their voices and taking steps as civic actors.  This organizing work is crucial.   My email is vincentlin@college.harvard.edu if you have questions.  

Mark:  Thank you for sharing.  I want to reference the work we are doing now and through the year to engage folks in writing letters.  We want to engage people and get these questions and energy talking about tuberculosis and poverty into the national conversation.  

Ken:  Thank you Mark and Vincent.  These letter writing meetings are some of the best opportunities we have.  People that are cynical can see how the letter writing really does matter and especially if they participate in the delivery.  

Getting people to Washington, DC. for the conference is a key strategy to growing our movements on poverty issues.  Being in Washington, DC. in person is one of the best ways to get through politics right now.  Nancy Gardner is with us and I want her to share how she has been bold.  

Nancy:  I had a chance encounter turning into an opportunity.  Recently I was at CVS and I noticed a fellow shopper had on a shirt with the name of a university and then it said "global health" and I approached her and introduced myself and told her I do grassroots advocacy for this and asked about her interest.  She said she was a professor teaching public health.  We chatted and I told her about RESULTS and she was interested.  She said in their health classes they teach advocacy but they could benefit from learning more from someone doing the work.  I emailed her the next day and told her more about RESULTS.  I told her about the [International Conference] and the [REAL Change Fellowship] and some other links and an outline of our latest campaign our chapter had done so she could get a feeling for our campaign.  She emailed back saying she had signed up for the IC and that she and another professor wanted to meet with me to talk about partnering so their students could benefit from RESULTS’ work.  We met a week ago and I am set up for mid-April to teach a couple of their classes.  They said their students need to learn to be more focused in their writing so we will teach the EPIC model and use a laser talk and have them call their congressman from class to do a Results ask.  They will learn how to write a letter to the editor to the paper, and we can use Letters Get Loud too.  They think they might do another workshop open to more of the university.  So even though your mom says not to talk to strangers, you can and it can help.  And maybe your local university is a good audience for this.  

Ken:  Thank you for that!  You extended the opportunity to a stranger and it was what she needed.  Imagine how much easier it is to invite people like that to join us.  When I think about offering people in my community opportunities come to Washington, D.C. what comes to mind for me is that thousands of people come to march in the streets but this is different.  This is an offer to step off the streets into offices.  We are there to look them in the eye to make a case against poverty and to ask them to act.  We will let them know we will keep calling until we have an answer and if they don't take action we will ask why and come back again and again.  At home, in media and in Washington, DC.  This is how things get done.  We need to be relentless in all parts of this plan.  There is too much at stake and we need to build our movement.  

For our goal we have a goal for every group represented in Washington, DC. and to bring at least one person that has never attended before.  After the webinar make some plans to get folks to Washington, DC. with us.  

We have some confirmed guest speakers - you can see their names and roles up on the screen here.  We are well along in planning workshops with input from grassroots.  

If there are barriers for folks to come to Washington, DC. we do have gap funding and the real change fellowship for people up to age 30.  If you have other barriers to help us hit this goal, let us know and we will do what we can to support you.  

I want to highlight this one thing for reporting - so far this year there have been 19 outreach activities reported.  You have added 10 new partners to groups.  34 new action network members.  And [117] letters written.  23% of groups participating in outreach so far.  We look forward to seeing some great activities in March.  I will note here we have 28 of 80 plans turned in for group planning.  If you haven't made a plan now is a good time.  
Our April 14 national webinar is going to be a bit of something different.  It will focus on our Results anti-oppression efforts.  We are talking about RESULTS playing an active role in calling out and dismantling systemic oppression keeping people in poverty.  To end poverty we have to open our ranks to everyone, especially those being oppressed and we must dismantle the built in oppression in society.  The challenge is we might not be part of the groups being oppressed so we might not understand their experiences.  So part of this work is to engage us in our own learning and understanding and how people experience it and figure out how to partner with people to work on this.  So the webinar in April will focus on that and it will be exciting and then some training after that.  I encourage you to be here for that in force.  

Lisa Marchal [Global Grassroots Manager]:  This is the time for your charge.  Originally Mark Campbell and I were going to do a role play but instead we had Joanne Carter on.  On Monday, all 4 letters that are available for sign on are extended.  They were originally to close Monday but they have been extended.  The key to remember is that that the call is important.  It needs to happen from us.  When you make your call mention you are a constituent and thank your member for something they have done and they say you have a special important request for something that is time sensitive for today.  Now is a critical time for FY19 spending.  We need to hold the line on cuts and support programs supporting families and saving lives.  Tell them you have sent ahead this sign on letter and because the date of closing is today I want to know if we can have a signature today.  Lead with a thank you, state how important it is for Congress to support this, and state the closing date is Monday.  As John mentioned there will be a list of who signed last year not on yet for this year.  

We want to remind everyone to let us know how many people are in your room.  My email is on the screen - lmarchal@results.org - and let me know how many were on this call.  We will unmute the line and wish each other a wonderful day.  Let's get them on Monday!  

[End of meeting]

