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00:28:15 Clarissa Hoover: Keep in mind institutional policies - hospitals, health care networks, 
that sort of thing 
 
00:31:34 Lisa Maynes: Information needs change so quickly - how can research keep up?  
Research takes time, policy makers often need information ASAP. 
 
00:31:44 Patience White: Having worked on Capitol hill, I learned it was important to have a 
published source for credibility about an issue. 
 
00:33:13 Lauren Adams (she/her): Great question @Lisa! It is a challenge. We're going to 
share a bit more about this, but I think it's important to keep in mind that "timely" doesn't 
necessarily mean hot off the peer reviewed press. Sometimes it's highlighting a body of work 
conducted in the past that is timely again 
 
00:36:10 Lauren Adams (she/her): Also wanted to acknowledge @Clarissa's important point 
about policymakers within the health care system. Definitely a very important audience when 
moving evidence into action! 
 
00:39:38 Amy Houtrow, MD, PhD, MPH: Is national press including entertainment media 
(like Fox News)? Facebook? Twitter? 
 
00:39:52 Lauren Adams (she/her): That first part on credible info really relates to Patience's 
note about her experience 
 
00:41:55 Edward Schor: Is there a list of staffers and their responsibilities? 
 
00:45:11 Lauren Adams (she/her): https://projects.propublica.org/represent/ 
 
01:20:15 Josh Caplan: As a congressional staffer in the middle of 7 meetings that day, my eyes 
glaze over when the phrase "p-values" come up. 
 
01:21:45 Clarissa Hoover: p-values are awesome - they really are statistics in its most 
accessible form! 
 
01:25:14 Josh Caplan: Perhaps! But the most accessible tools for a researcher are not 
necessarily the most accessible way for a non-researcher to understand what you are saying. 
There is no difference for a policymaker to think that something is 90% likely versus 95% likely, 
but those are very different confidence levels for a researcher. 
 



01:27:32 Clarissa Hoover: That’s a great point - when talking to a person in a policy role, I 
would choose carefully what p-values to share, and not focus on that semi-arbitrary .05 cutoff at 
all. 
 
01:30:05 HRCC Houston (Ricardo Mosquera): Sometimes the story does not represent the 
most common problem or the real problem.  Sometimes it sounds like manipulation of the real 
data.  I think it is nice to back your research with a story. 
 
01:31:11 Natilie Wooldridge: For a parent, the story is my family situation and my research 
center is my home and community 
 
01:32:53 Patience White: I thought that the ask should be up front and then offer the rest… I 
am here asking you to do…why? 
 
01:34:09 Edward Schor: I thought the first line wasn't good.  It didn't introduce the issue.  Save 
lives and money was too vague. 
 
01:34:56 Rui Li: It is convincing to me. Can we add a short story to have the emotional 
connection? 
 
01:37:43 Josh Caplan: I think this conversation is a good reason why this is an elevator pitch - 
this is your 30 second introduction at the start of a 15-20 minute meeting. 
 
01:37:51 Amy Houtrow, MD, PhD, MPH: Maybe the ask is said twice, at the beginning and at 
the end 
 
01:38:21 Meg Comeau: For the example section, a state or federal agency person might be most 
interested in the cost savings associated with screening vs treatment; a legislator might be more 
interested in John Doe, your constituent, whose life was saved by having a screen done by mail. 
Elements will change dependent on the audience. 
 
01:53:47 Lauren Adams (she/her): In lieu of a report out, feel free to input reactions or 
reflections on the message development breakout in the chat! 
 
01:56:57 Chris Stille: We discussed that the amount of energy and placement of your “ask” may 
need to vary based on the objective of your meeting. If it’s starting a conversation that you hope 
will lead to more, less energy on the ask (or the ask is for another meeting). If there is legislation 
being written or voted on, much more energy in the ask. 
 
01:57:15 Clarissa Hoover: I think that the topic is a really good one for us - the raw material is 
there for a powerful policy opportunity 
 
01:58:15 Clarissa Hoover: Engagement! 
 
01:59:22 Clarissa Hoover: We talked about how much family stories can contribute in part 4 - 
especially if someone is there telling their own story. 



 
02:21:28 Lisa Maynes, family partner: Is Megie's paper published already or pending 
publication? 
 
02:23:01 Clarissa Hoover: I believe that he was referring to the one that is part of the 
supplement - hers is ready to go but waiting on the rest of us for publication. 
 
02:24:08 Edward Schor: Regarding transition research.  There seems to be almost no research 
showing that transition activities prior to transferring care to adult medical providers make a 
difference in the health status and care after that transfer.  I think there might be an opportunity 
for research to do retrospective research surveying or interviewing young adults who have 
transitioned to adult care.  It would ask what was helpful; what wasn't helpful; what would have 
been helpful. 
 
02:30:33 Patience White: Thanks, Ed. There are some disease specific publications doing focus 
groups of young adults about their transition experience and there are systematic reviews that 
showed  a structured transition process with planning improve the triple aim outcomes. I agree 
with you-more could be done. 
 
02:32:24 Amy Houtrow, MD, PhD, MPH: Patience, do you have a citation or remember the 
author for the systematic review? 
 
03:11:34 Chris Stille: Does it bug anyone but me when “social determinants of health” are 
always used in a negative way? I prefer “negative social determinants of health” though it is kind 
of long. 
 
03:23:32 HRCC Houston (Ricardo Mosquera): What do you think about the JAMA fiasco 
about racism on medicine? 
 
03:33:34 Chris Stille: Medicaid is a huge mitigator!! 
 
03:35:10 Edward Schor: Re Medicaid.  It only is working well in some states. See recent 
article:  Child Health Inequities Among State Medicaid Programs 
JAMA Pediatrics, Publication Date: 06-21-2021 
 
03:38:01 Meg Comeau: “Upper” and “lower” class are problematic for me, to Chris’ point 
about SDoH always being used in the negative 
 
03:38:35 Alex Kuznetsov - AAP: Amy, what an important presentation. You are right, we have 
so much work to do. One thought I had was how can we design research studies that do not 
promote race-based medicine? 
 
03:40:29 Rishi Agrawal: Alex, your question foreshadows our breakout group discussion 
coming up! 
 



03:43:37 Lee Sanders: Amy - Phenomenal framing. I completely agree with your statement, re: 
health literacy.  The goal should be to create a more “health-literate health system.” We could 
adapt this through the prism of CYSHCN.  Happy to discuss. 
 
03:44:26 Clarissa Hoover: We can also talk about adjusting for the impact of resilience 
 
03:45:29 Edward Schor: A life of challenging social factors often creates resilience. 
 
03:46:08 Chris Stille: Rural poverty vs urban poverty is something interesting to think about. 
 
03:46:43 Clarissa Hoover: I define racism as “the persistent belief that race is important no 
matter how much evidence accumulates to the contrary.” 
 
03:54:09 Edward Schor: Change begins with awareness and acknowledgement of biases. 
 
04:00:52 Sarah Beth McLellan, MCHB: Do these results include race/ethnicity of the 
emerging investigators? 
 
04:01:07 Chris Stille: SB- I don’t think so. 
 
04:01:17 Chris Stille: This was from 2017-8. 
 
04:01:48 Jennifer Kyle: workforce in this context is docs only or what are the parameters? 
 
04:07:39 Amy Houtrow, MD, PhD, MPH: Great example of our methodologic issues in this 
space 
 
04:08:29 Amy Houtrow, MD, PhD, MPH: Interactions between factors that cannot be 
untangled 
 
04:31:48 Edward Schor: There is a long history of trying to develop a diverse workforce 
pipeline for health careers, but my impression is that most such efforts haven't had a significant 
impact. 
 
04:33:18 Amy Houtrow, MD, PhD, MPH: Ed, we were just talking about how we can’t ignore 
the ‘now’ to build a pipeline. Also we have basically the same percentage of black men in 
medicine as we did 2 generations ago 
 
04:36:47 Edward Schor: Chris' last point about "tokenism" in representation deserves more 
thought.  It is not possible for one or a few individuals to represent a racial or ethnic group.  They 
can really only represent their own experience.  So there should be caution in over-interpreting  
what is contributed. 
 
04:38:21 Amy Houtrow, MD, PhD, MPH: Agree with Ed and Chris. We noted also the ‘black 
tax’ where black clinicians are asked to the token/example/explainer/educator/… 
 



04:38:41 Lisa Maynes, family partner: @Edward family organizations like Family Voices or 
F2Fs may be helpful to collect data/input from a larger body of families that they have 
connections to.  So - access parents through a parent org as a possibility. 
 
04:39:34 Amy Houtrow, MD, PhD, MPH: That story. Crafting a message to a stakeholder in 
NIH. Maybe the network could facilitate a dialogue 
 
04:39:58 Chris Stille: @Lisa- we rely on FV hugely to help us with partnering with parents 
from diverse backgrounds. Kudos! 
 
04:40:32 Lisa Maynes, family partner: Yes!  Thank you Chris! Also state focused research 
may reach out to their state family orgs :) 
 
04:42:03 Edward Schor: Is there research on how accurately "professional" parent 
representatives present the views of the larger population of parents of CYSCHN. 
 
04:42:21 Meg Comeau: That’s a fascinating question, Ed 
 
04:42:29 Carolyn Foster: I totally agree with Lee, user-centered design is key. From the 
beginning. 
 
04:44:20 Amy Houtrow, MD, PhD, MPH: @Ed, did that get published? We did a cold calling 
study that found something similar in terms of getting appointments 
 
04:58:13 Sarah Beth McLellan, MCHB: That would be helpful, as would the guiding 
questions 
 
05:23:00 Lisa Maynes, family partner: How about mentoring as part of family engagement... ?  
:) 
 
05:24:09 Lee Sanders - Stanford Univ: @Lisa - Love that idea!  Stanford Children’s has 
developed a wonder Parent Mentor Program, led by Karen Wayman, PhD. Let me know if you 
or the group wants to learn more. 
  
 


