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[bookmark: _Toc125557322]Introduction 

This manual is a tool for ovarian and gynecologic cancer advocates to help you better understand the federal government’s infrastructure, processes, and programs, and provide useful tips for communicating with legislators and getting across the message of the ovarian and gynecologic cancer community. You’ll find worksheets and tips throughout this guide to help you be a more effective advocate. Ovarian Cancer Research Alliance works with legislators on Capitol Hill, agency representatives, patient advocacy groups, and individuals throughout the country to increase awareness and influence legislation important to our community.  Collectively, our goals include advancing research, improving health care practice, and expanding a national, collaborative ovarian and gynecologic cancer advocacy movement. You are a key player in sharing our message at home and in Washington D.C. Thank you for your commitment to saving lives.


[bookmark: _Toc125557323]Follow This Basic Roadmap for Kicking Off Your Ovarian and Gynecologic Cancer Campaign!
Use the worksheet below to help you map your champions. Look for tips throughout the toolkit to help you make connections with these champions.

Step 1: Identify the key players. Who are your federal elected officials and what congressional committees do they sit on? You can find your Representative using this site and your Senators using this list. You can also learn more about relevant congressional committees by checking out “Congressional Committees and Federal Agencies of Interest to OCRA” on the Advocate Leader Resource Bank.
Senator:
Committees:


Subcommittees:





Senator:
Committees:


Subcommittees:





Key Committees
Senate
Finance Committee
Health, Education, Labor, and Pension (HELP) Committee
Appropriations Committee
Budget Committee

House
Ways and Means Committee
Energy and Commerce Committee
Appropriations Committee
Budget Committee

Representative:
Committees:


Subcommittees:





Who are your state-elected officials? You can use this site to find your state legislature’s website. Each state’s website is slightly different but should provide links to identify your representatives. 

	Governor:	
	Representative:	
	Senator:	
	Health Commissioner:
	
Who are the contacts at your local community organizations?
	Hospitals:	
	Gynecologist:	
	GYN/ONCs:	
	Support Groups:

Step 2: Make contact
Reach out to your elected officials’ offices by phone to introduce yourself and let them know how they can help you. Ask for the Health Legislative Assistant (Health LA), as they typically report to the legislator on issues relating to healthcare. Face-to-face meetings and phone calls have a greater impact than emails. Share your story—let them know why ovarian and gynecologic cancer is an important issue to you.   

Step 3:	Establish a relationship
After you make contact with a staff member, follow up with a thank you note. You will want to stay in contact with them and establish yourself as a resource for ovarian and gynecologic cancer issues.  For more tips on building and sustaining a relationship, check out the Advocate Leaders Resource Bank document “Building Relationships with your Representatives”. 

Step 4:	Follow up with OCRA
	Let us know about your conversation and the staff member’s feedback.

Step 5: Recruit a coalition
Get your friends, family, and other like-minded individuals involved in advocating for ovarian and gynecologic cancer! Get their email addresses and create your own mailing list so you can quickly share information and forward OCRA’s Action Alerts to a large group.  (See Building a Coalition worksheet, page 16)
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Congress allots funds for the upcoming fiscal year annually as part of the appropriations process, making it critical for advocates to ask for support of federal ovarian cancer programs every year. The fiscal year runs from October 1st through September 30th (i.e., FY 26 began on October 1st, 2025, and will end on September 30th, 2026). Even if funding has been authorized through legislation, funds must be allocated through annual appropriations bills in order to release money for the policy or program. 

The creation of a budget:

President	  
House and Senate Budget Committees		
	House and Senate Budget Conference Committee		
		House Appropriations and Senate Appropriations Subcommittees	
			Both chambers VOTE!
			 (It can go back to the conference committee before votes in house of Congress.) 	 				President’s signature 

The Congressional budget resolution has many parts in addition to the budget cap for the year.  It includes anticipated income and serves as a blueprint for both chambers’ appropriations committees related to spending and cuts.

Check out the Advocate Leaders Resource Bank for more information about the federal budget process; you can find it in “The Federal Budget Process Explained”.
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Ways Members of Congress Take Action
Members of Congress can influence legislation, appropriations, and policy in many ways. Some of these methods are public, while others are more subtle forms of action. As an advocate, you will be asking your legislators to take action in a variety of ways, whether it is introducing a bill or signing onto a Dear Colleague letter. It is important to understand the differences between each type of action and what advocates can do to influence each type.
1. Introduce a bill [image: C:\Users\asilberman\AppData\Local\Microsoft\Windows\Temporary Internet Files\Content.IE5\1RQVM6JN\MC900292594[2].wmf]Tip: It is more important to be available than to be an expert. As an advocate, you are not expected to know all the ins and outs of ovarian cancer. If questions arise in your advocacy sessions that you cannot answer, let your audience know you will get back to them and reach out to OCRA for help. That is what we are here for!


Legislation must be passed in both chambers of Congress and signed by the President to be enacted. Each bill must be introduced by at least one sponsor. The sponsors of the bill have much of the responsibility for shepherding it through committee and getting floor time. Advocates often ask their representatives to introduce a bill of interest on their behalf.

2. Drafting a Bill
Advocates can work with legislators to craft language that will be included in a bill or in amendments to an existing bill. This is most successful when advocates have an established relationship with a policymaker and their staff. Advocates can propose bill language or suggest changes to existing bill language that support their issue of interest. 

3. Floor statement/Congressional Record statement
Members of Congress will speak on the floor or introduce a Congressional Record Statement about an issue. These statements do not have any weight of law behind them but can help to draw attention to an issue of importance. Constituent stories are often part of these statements. Advocates commonly ask their representatives to speak on an issue to garner attention. Advocates can provide their representatives with talking points in favor of or in opposition to the bill. For example, during September, Ovarian and Gynecologic Cancer Awareness Month, OCRA’s policy team drafts statements and asks Members of Congress to share these statements to bring awareness to ovarian cancer throughout the month. 
4. Vote for a bill
When a bill requires a vote, members of Congress can vote for or against the bill or abstain. These votes are recorded and are publicly available. Advocates can ask members to either vote for or against a bill of interest, especially when a vote has been scheduled and is coming up soon.
5. Co-Sponsor a Bill
Many times, a member will support an issue through legislation by co-sponsoring the bill. Co-sponsorship is a clear sign of support which can help the bill get floor time or become part of a larger legislative package. The more cosponsors a bill has, the more likely it will garner attention and move through the law-making process. Co-sponsorships are publicly available – you can search a bill number on congress.gov and look at current co-sponsors. Once a bill has been introduced, advocates often ask members to become a co-sponsor.
6. Lead a Dear Colleague letter
OCRA uses Dear Colleague letters to garner intra-chamber support for certain issues of interest. A Dear Colleague letter is a letter sent from one member of either the House or Senate to one or more other members of the same chamber. Dear Colleague letters are a tool used to bring awareness to an issue or piece of legislation and is a way for members to formally ask their colleagues to support/oppose, co-sponsor, or vote a particular way on a bill. Advocacy organizations like OCRA often work with members’ offices to draft Dear Colleague letters pertaining to an issue of interest. The lead legislator on the Dear Colleague letter is responsible for gathering signatures and circulating the letter to appropriate committees and members. Alongside OCRA, advocates will often ask their representatives to lead a letter to push a certain issue.

7. Sign Dear Colleague letter
Members can sign a Dear Colleague letter expressing support for the content of the letter. For example, OCRA urges members to sign Dear Colleague letters supporting appropriations for certain federal ovarian cancer research programs. Letters are taken more seriously if many members have signed on, therefore it is crucial that advocates ask their members to sign onto letters of interest that are being circulated.

8. Speak to relevant members on the floor
Many times, member-to-member conversations are required for action. For example, a champion may speak to a committee chair on the floor to encourage the committee to hold a hearing on their bill. Advocates can ask their members to have these conversations to increase action on a bill of interest.

9. Join an issue-specific caucus
Typically restricted to the House of Representatives, caucuses are a group of members who work together to advance a particular cause. They are not formal structures like committees but can help members signal their support for an issue. OCRA helped form the Congressional Ovarian Cancer Caucus in 2015.

10. Reach out to appropriate federal agencies
Part of Congress’s role is oversight of government agencies. When problems arise in an agency, OCRA will work with the agency, and sometimes members of Congress, to ensure that the problem is solved. Advocates often ask members to become engaged or speak on behalf of these efforts.
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When scheduling a meeting with your elected official on Capitol Hill you will often meet with their staff, since elected officials keep very busy schedules and can be called away at the last minute for a vote or a committee meeting.  While most Congressional staffers are young (often in their 20s and 30s), they are well versed in the policy processes in Congress and can be a great ally when discussing the ovarian and gynecologic cancer agenda. They have the power and influence; you have the expertise. When scheduling a meeting, ask to meet with the Health Legislative Assistant (Health LA); they often have the ear of the Senator or Representative when it comes to health-related issues in Congress. Keep these few things in mind when going to your meeting:
· Members or staff may be late or cancel – it is important to be flexible and understanding.
· There will be very little time for the meeting – it’s important to get your key points out early and often. Be clear, concise, and compelling!
· Staffers may be distracted and give seemingly insensitive responses to your requests – be patient and prepared to explain why your ask is important.  
· The staffer you meet with may not be familiar with ovarian cancer – this is your opportunity to educate and make an impact by sharing your story!
For more information on how to set up, structure, and conduct a meeting with your elected officials, visit “How to Conduct an In-Person Meeting with Your Representatives” in the resource bank.
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When advocating for the ovarian and gynecologic cancer community, either in a meeting with a policymaker or through an email, it is important that you always have a clear ask that your policymaker can act on. While it is important to share information, policymakers are more likely to do something when you have outlined a clear action item for them. 
Step 1: Who you are and where you are from
Good morning, my name is Lucy; I am from Manchester, Iowa.  
 
Step 2: Why you are advocating for ovarian cancer
Make the connection: find out who the staffer is, how long have they been working for the Member of Congress? Do they know about ovarian cancer? Here is a good place to share your story. (See page 12 for tips to share your story.) Find some common ground.
Are you familiar with Manchester? How long have you been with Senator XYZ?
  
Step 3: What you want
Make the ask: lay out in simple terms what you would like your audience to do (i.e. support legislation, vote on a bill, increase funding).
I had to see several doctors before I received a proper diagnosis. The need for increased awareness is critical.  That is why I am asking Senator XYZ to support September as Ovarian and Gynecologic Cancer Awareness Month and become a co-sponsor of the Awareness Resolution.

Step 4: When AND how should you follow up?
Thank you for meeting me.  When can I follow up with you about the Awareness Resolution?  Do you have a card? Do you prefer email or a phone call?

Step 5: Thank you. 
Thank the staffer before you leave and again either in an email or personal letter to the person with whom you met. 
Thank you again, Mary, for taking the time to speak with me.  I look forward to working with you.

Step 6: Follow up! Perhaps the most important part of the ask is to follow up with the person and find out whether there is any more information you can provide. It’s a good reminder for them. Also, remember to follow up with OCRA and let us know how the meeting went.
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Sharing your story is an important part of a meeting with an elected official or staff. It personalizes your visit and puts a face to the issue. Congressional staffers connect with personal stories, and they leave an impact. You may find that the person you are meeting with is not familiar with ovarian cancer, so be sure to include a few facts when sharing your experience. 

It is helpful to write down your story and practice it a few times before your meeting. Remember that your story is only one part of the meeting so keep it concise.  You will tie your story in with the asks. Follow this outline to help you get started. Don’t be afraid to show emotion; it is an emotional topic and is a part of your experience.  

I. Introduction
Share a few personal facts such as how old you were when you or your loved one were diagnosed and what was happening in your/their life. For instance, were you preparing to send your child off to college? Starting a new job? Retiring?

II. Diagnosis
How were you/your loved one diagnosed? Did you/they have symptoms or risk factors? How long did it take to get a diagnosis? How were you/they told? Don’t try to cover every detail of diagnosis but pick a few relevant experiences to share and how they help illustrate your ask. For example, if you are meeting with someone to talk about the need for early detection tests, discuss how you or someone you know had difficulty getting an accurate diagnosis because of the general symptoms they were experiencing. Remember to use your story to illustrate your ask. 

III. Post-Diagnosis
What treatment did you/your loved one pursue and what was that experience like?

IV. Current
How are you/your loved one now? How does this experience empower you to be an advocate for ovarian and gynecologic cancer? This is your segue into the ask and why you are meeting with them.





WORKSHEET: How to Share Your Story 
Include one sentence to explain each of the following topics:

Introduction: What is your relationship to ovarian cancer? Where do you live?

_______________________________________________________________________________________

Diagnosis: How were you/your loved one diagnosed? Was it an accident or did you/they have symptoms? Did you/they have to go to multiple doctors? Explain the process in one to two sentences.

____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

Post Diagnosis: What were your/their treatment options? What was the experience like?

____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


Present Day: Are you/they in remission? Treatment? A clinical trial?

____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________


List three things about your experience you want to include. Remember that you can tailor these things to each meeting based on your ask.

1.


2.


3.
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Social Media and Advocacy
Social media is rapidly transforming how we receive and share information. Sites like Facebook and X (formerly Twitter) offer opportunities for you to communicate with your elected officials, as well as supporters in your community. Here are a few tips to help you get started or make better use of your existing social media platforms.
Most members of Congress use both Facebook and X to communicate with their constituents. Many of these accounts are managed by congressional staff, but some members of Congress handle their own social media.
You can also use these social media sites to share information with your friends. Ways to share with your friends include posting photos of yourself on Capitol Hill, sharing information about town hall meetings and action alerts, and posting information about ovarian and gynecologic cancer and sharing information from OCRA.
When finding your representatives on social media, ensure that you are following their official accounts. Most official accounts will have a blue or silver check mark next to the representative’s name.
Facebook
· “Like” your members’ Facebook pages to see updates and announcements from their offices. Liking a Facebook page also allows you to comment on a member’s posts. For instance, if your Representative posts a statement about appropriations, you might comment on that post to explain why ovarian cancer funding is important to you.
· Please “like” Ovarian Cancer Research Alliance and share our advocacy-related posts with your friends. This is a great way to spread the word about ovarian and gynecologic cancer and our policy priorities.

X/Twitter
Follow your representatives on X/Twitter to see what they’re tweeting, retweeting, and liking. Not sure what your officials’ X/Twitter handles are? 
· For House of Representatives, the Press Gallery has an ongoing list here: Members' Official X Handles | House Press Gallery 
· Triage Cancer has an ongoing list featuring X, Instagram, and Facebook account information for members: Congressional Social Media Handles » Triage Cancer | Finances-Work-Insurance

Ways to use X/Twitter:
· X/Twitter is a great tool to thank a congressional office for meeting with you. If you have a smart phone, you can tweet right after the meeting! Including a photo of yourself with the member or staffer is a great way to get the office to retweet your message. Make sure to tag the office by including the member’s X/Twitter handle.
· Some members use X/Twitter to hold a virtual town hall meeting. Watch for announcements about X/Twitter town halls and post your questions and requests about ovarian and gynecologic cancer during that meeting.  Get on the member’s mailing list to be notified when these events occur.  
· Follow OCRA at @ocrahope for news and announcements from us.  It will help you stay informed and is an easy way to share information with a large audience at one time.
[bookmark: _Toc125557330]

WORKSHEET: Building a Coalition	
Most of us don’t have the time to do all the work we want to accomplish on our own. Recruiting other like-minded volunteers will help you achieve your advocacy goals and increase your impact.  It’s important to keep track of your volunteers’ strengths as well as their availability to build a strong advocacy coalition. 
There is strength in numbers. Recruiting friends, family, and other like-minded acquaintances interested in affecting ovarian and gynecologic cancer policy helps to strengthen our cause and maximize our efforts.  We have issues to bring to our elected officials and now we need people to help grow those issues.  Having an army of advocates helps to build up momentum and solidify long-term success for our community. Email, write, tweet, call folks in your communities and bring them along for the ride!

1
 Build Your Base
Make a list of people you know who are already committed to the cause or interested in making a difference. This can be family, friends, support group members, Partner Member groups, healthcare providers, or colleagues. Start by listing below 5 people you could reach out to and why and grow your list as you continue in your advocacy journey.

1.

2.

3.

4.

5.

 





2
Set Your Goals
What would you like your volunteers to help with? In addition to the projects OCRA will assign throughout the year, you will also identify places for growth in your communities.  What would you like to focus on this year?  Some examples might include more meetings with elected officials, reaching more individuals through health fairs, or reaching out to more people in your community to increase awareness. With a defined goal, you will have a clearer path to success and an easier time inviting individuals to join you in your efforts. 

Below, write three goals you are hoping to accomplish this year. Try to make them as specific as possible so you can mark when you’ve achieved them.

1.

2.

3.

3
 Make the Ask  
Spend some time creating your “elevator pitch” – a short summary of what you are asking of future advocates and why this issue is important to you. The term refers to the short amount of time you’ll have to get someone’s attention and bring them on board: about the time of an elevator ride. 
· Use your experience to connect with the future advocate
· Express the importance of this mission and how ovarian and gynecologic cancer affects THEIR community
· Have a specific request: give examples of the kind of advocacy work you, as an Advocate Leader, will be doing and how they can help (e.g., visits to your legislators, manning a booth at a health fair, etc.)
· Prioritize your requests and follow up with each person willing to help
· Always thank your volunteers 
Include some information about why ovarian and gynecologic cancer is important to you and how it affects your community.  Connecting your passion for advocacy with a larger impact will help show your audience the importance of participating.
Use the space below to write your elevator pitch:
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
4
 Grow Your Base
Once you’ve identified who is willing to work with you on these issues, it’s time to grow!  Use your base to reach out to other like-minded individuals. Continue to emphasize those personal relationships you are building with your advocates and stay informed with what’s going on in your community. Ask yourself the following questions when growing your base of volunteers:
1. Who makes up my base of volunteers?
2. How can I strengthen these commitments?
3. How many people are they connected to?
4. What can I do to get those connections involved?
5. How can I increase my base over the next 6-12 months?

 Some Things to Keep in Mind
· Everyone has a different comfort or skill level with various activities; target your activity requests to appropriate people.
· Everyone is busy.  Be mindful of your volunteers’ time commitments and availability.
· Stay in touch with volunteers. You will want to keep them engaged throughout the year so they are aware of the impact they are having.
· Listen to your volunteers; learn why they are involved and what their stories are. Remember advocacy is about relationships!
· Choose events that have a purpose. People are sharing their time because they want to feel like they are making a difference.  Refer to your goals when determining appropriate events.
· Think about communication.  How you share information is an important step in maintaining a good volunteer base.  Let them know they are valued, and their work is critical to our overall mission.
	Name
	Phone 
	Email
	Address
	Occupation
	Interests
	Connection
	Availability
	Activities
	Notes

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	

	
	
	
	
	
	
	
	
	
	


As you grow your coalition, fill out the table below with each member’s information so you can keep track of who is supporting you and in what ways. This chart will help you stay organized. Add as many rows as you need to keep up with your growing coalition.
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Each year, OCRA asks for Congressional support of ovarian and gynecologic cancer research and education through three main avenues:

1) Passage of a resolution supporting the designation of September as National Ovarian Cancer Awareness Month to increase public awareness of ovarian cancer. 
2) Funding of ovarian cancer research and education programs at the Department of Health and Human Services (HHS), which encompasses the Centers for Disease Control and Prevention (CDC) and the National Cancer Institute (NCI) at the National Institutes of Health (NIH). 
3) Funding of ovarian cancer research at the Department of Defense through the Ovarian Cancer Research Program.

 We also ask for support on additional legislative activities as they arise.

National Ovarian Cancer Awareness Month Resolution
OCRA asks that each September be designated as National Ovarian Cancer Awareness Month and as such, asks members of both the House of Representatives and Senate to support an awareness resolution. A copy of the resolution is introduced into the House and the Senate. 

The Resolution cites data about the prevalence and mortality of ovarian cancer; lists the signs, symptoms, risk factors, and risk reducing factors of the disease; decrees that greater awareness of the disease will lead to quicker diagnosis and lower mortality; and offers Congressional support for the goals and ideals of National Ovarian Cancer Awareness Month.

As Advocates, we hope that you will work to get resolutions passed in your state’s House or Senate for September. In addition, advocates can also ask their governors and mayors to issue proclamations designating September as Ovarian Cancer Awareness Month. OCRA will provide you with tools for garnering resolutions and proclamations for September. 

Ovarian Cancer Research and Education at the Department of Health and Human Services
OCRA asks for full funding of ovarian cancer research and education efforts conducted at the Centers for Disease Control and Prevention (CDC) and the National Cancer Institute (NCI) at the National Institutes of Health. 

The mission of the CDC is to provide education about, awareness of, and epidemiological research on diseases affecting Americans, including ovarian cancer. CDC funds two ovarian cancer programs – the Ovarian Cancer Control Initiative and Johanna’s Law – which seek to meet this goal. OCRA asks members of Congress to support full funding of both programs.

The mission of the NCI is to support cancer research both at the NIH in Bethesda, Maryland, but also at biomedical research universities around the United States. NIH and NCI typically award over $100 million in grants for basic, translational, and clinical ovarian cancer research each year. OCRA asks members of Congress to support robust funding of both NIH and NCI each year. 



Ovarian Cancer Research Program at the Department of Defense
OCRA asks for full funding of the Ovarian Cancer Research Program (OCRP) at the Department of Defense. OCRP funds innovative, collaborative, and transdisciplinary ovarian cancer research that could not typically be funded by the NIH, but which has resulted in many breakthrough discoveries. 

OCRA believes that OCRP and NCI research programs provide complimentary, not competitive, approaches to tackling ovarian cancer and that both should receive the full support of Congress.


[image: http://www.dmdc.osd.mil/rsl/images/dod-seal-full.png][image: http://www.health-news.com/wp-content/uploads/2014/02/CDC-Logo.jpg][image: http://www.rockland-inc.com/uploadedImages/About_Rockland/Collaborations/720px-US-NIH-NCI-Logo.png]

The Centers for Disease Control (CDC)
Ovarian Cancer Control Initiative (OCCI)
Johanna’s Law: The Gynecologic Cancer Education and Awareness Act





The National Cancer Institute (NCI)
Specialized Programs of Research Excellence (SPOREs)
Clinical trials and research projects
 




The Department of Defense
The Department of Defense Ovarian Cancer Research Program (OCRP)
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Thank You!

Thank you for being part of Advocate Leaders! We are so grateful for the work you are doing on behalf of the entire ovarian and gynecologic cancer community. We look forward to working with you and are excited at the prospect of making change for the ovarian and gynecologic cancer community. Please reach out to the Advocacy Team at OCRA with any questions.
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