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Joann Starks:  Now, I’d like to introduce Dr. Kathleen Murphy, the Evaluation and Technical Assistance Manager for the Center on KTDRR. Dr. Murphy will be the moderator for the interactive discussion this afternoon that follows with Tim McGuire and Sylvia Rincon. Kathleen?
Kathleen Murphy:  Hello, everyone. Welcome to our interactive session with Professor Tim McGuire, and, as you’ve just heard, TV reporter Sylvia Rincon, and all of you. You are active participants in this, we hope. Thank you so much to all of you who already submitted questions and please know it’s definitely not one per customer. You’re more than welcome to continue doing so. Before we open up the floor, I am going to explain to you for a few minutes all the way so that you can pose questions. One is, as I think you’ve been able to see, we are monitoring the chat there on the left-hand side. We are also monitoring our Twitter account and that’s at #KTMedia. This is a part of the conference where if you raise your hand, we will enable your microphone on your computer. You can email us at ktdrr@sedl.org. We have a toll-free line open. It’s 1-800-266-1832 and Tracy Bauman is monitoring that. So, if you want to call in a question, she’ll write it down and bring it in to us. Or you can post a question on our Facebook page which is ktdrr.org.


So, there may be a few people who are just joining us and I’ll just let you know in addition to me on the line, we have Professor Tim McGuire and our reporter Sylvia Rincon. For those of you who are just joining us and may not know, Professor McGuire was Editor for many years at the Star Tribune in Minneapolis, but he currently holds the Frank Russell Chair at Arizona State University’s Walter Cronkite School of Journalism and Mass Communication. He can talk about, because he teaches courses about emerging media, corporate responsibility and the future of the media. He’s also author of a book called, Some People Even Take Them Home, A disabled dad, a Down syndrome son, and our journey to acceptance. That will be available in a few weeks on Amazon.com. It talks about his relationship with his 35-year-old son, Jason.  

We also still have Sylvia Rincon on the line who we just heard. She is anchor and reporter for Sinclair Broadcast Group Incorporated, San Antonio Fox Affiliate and NBC station. She can talk about her experience in broadcast journalism with both radio and television. She’s an advocate for epilepsy awareness, child abuse prevention, and health education.


So, now that we know what to do and who we’re doing it with, we will move on to your questions and we did just have one from Tom Keating. Sylvia, this is for you. “Do you share with your interviewees your personal interest in epilepsy or cancer or other personal connections, or do you let them ask?”

Sylvia Rincon:  By interests, I’m not sure what interest means. I do. I will share with them - not always. I’m thinking about it right now. Sometimes there isn’t time. Sometimes we’re in such a strict deadline, I just have time to get straight to the point, like we’re looking for or we heard that there was some new cancer medicine out there, or we heard that they were going to be doing ADA improvements to a particular building and make it more accessible for disabled people, and just get right to it. Now, in the course of doing that interview, we’ll go out to the site and our expert comes with us and explains the technology that’s going to make life easier for a disabled person. I may talk at that point and say, “You know, I completely get it because my brother sometimes has a seizure and then he has to be in a wheelchair sometimes and it can be very difficult for us to do this and do that.” So, I might share in that way, but do I even think about that? Do I start there? No, I don’t do that. If it’s appropriate, even if it’s not going to influence the story, then yes. It’s usually afterwards because I’ll ask very specific questions based on some knowledge or whatever. So, sometimes they’ll be like, “You seem pretty knowledgeable on this,” and I’m like, “Well, yes, because I’ve been there,” but I try really hard not to let that influence the initial process and the body of the work. Like I said, afterwards I may contribute. It just depends.  

Kathleen Murphy:  So, another way of thinking about this issue. How would you react? Do you think it’s a good idea for researchers or other people who are participants in this conference to go ahead and ask you ahead of time if you have a personal connection to whatever topic they’re trying to pitch to you?

Sylvia Rincon:  Well, that goes back to knowing your community. Yes, I think that if you want to – I mean what you don’t want is you don’t want a reporter who has an agenda. You don’t want that. So you’re going to have to make a judgment call here. A lot of us are required – well, not that we’re required, but we’re encouraged to do community work like volunteer work and [Unintelligible] events and things like that for MDA or for a number of different organizations. I work for pretty much all of them. Some of us have personal connections like if we’ve lost someone to breast cancer, so that particular anchor will go and work with them. If it’s diabetes, so many of us are affected by that. We don’t hide from it, but it’s definitely something that you as a researcher can utilize, use it as part of your research. You’re researchers or reporters. Find out who you can actually relate to, but again, you don’t want to jeopardize the integrity of your work by getting an individual who may have an agenda. So, that’s going to be a judgment call for sure. Now most reporters, I think, are just trying to do a good job and trying to get the facts out there. So, your biggest challenge is going to get them to try to understand your research and make sure that they sell it – well, not sell, but write it in a way that is compelling enough that their producers are going to put it in the newscast. I think it’s better if you have someone who can empathize with it and who has a passion for telling it, but just make sure that they are trusted reporters who don’t have an agenda. That would be my only advice.

Kathleen Murphy:  Okay, thanks. So it’s really interesting aspects of that. Just to clarify, by MDA, you meant MD Anderson Cancer Center?

Sylvia Rincon:  No. Muscular Dystrophy Association.

Kathleen Murphy:  Okay. I’m glad I asked. [Laughter] Alright.

Sylvia Rincon:  Yes. Sorry.

Kathleen Murphy:  That’s okay. We had a question earlier from our participant, Laura Hartman. She said, “How do we use common online media and assure that we – we, I think her referent here is researchers – that we are viewed as credible and reliable resources, or does it matter?”

Sylvia Rincon:  Well, we’ll see your work. Usually, when I go, like when I did the story over at the Cancer Treatment Research Center here in San Antonio, they had a virus that was kind of like a flu-like virus that they were putting into, injecting some of their cancer patients, particularly a 72-year-old lung cancer patient. This particular virus for some reason was recognizing cancer cells and attacking them. It would make them sick in order to make them better, but it actually shrunk his tumor significantly. So, when we went in, we saw the X-rays and we saw the process. It’s going to have to be visual. I didn’t talk about that in my deal because you wanted to just make that initial contact, but it is broadcast media. You’re going to have to make it visual. They’re going to have to see something. [Laughter] That’s why that character is so important because even if it is just like, let’s say, it’s a lot of words and maybe a couple of slides. So, you need to have that person who can tell that story, like who’s getting helped by a researcher. That person is going to be huge. It’s not going to just be you. You have to come in tandem.  You’re going to have to prove it in real world ways. Show us the people who are being helped and show us how it’s being helped. I’ll read the essay or the clinical notes and all that stuff that come out with. So, generally, you’re going to put it into like a press release and tell us who you’re working with. It’s generally a credible - like a university or a hospital that we know.

Tim McGuire:  If I could interject, I think that question had some reference to something I said earlier. The fact is credentials are not what they once were in the online community. The online community judges your wisdom, judges your credentials, and judges whether or not you deserve to be listened to. That’s the very nature of the online community and it sometimes can be brutal, but you do not get a free pass into a discussion on topics like this just by having certain initials behind your name. It’s all about the credibility you display to the community.

Kathleen Murphy: 
Okay. Great. I know Laura commented that, yes, she was asking you, Tim. She’s also glad to hear Sylvia’s perspective as well.

Tim McGuire:  Right.

Kathleen Murphy:  That’s exactly what she wanted to know. Thank you.

Tim McGuire:  Fine. Yes.

Kathleen Murphy:  So we do have another question from Peg Nosek and she’s wondering – and really, either one of you feel free to chime into this. “When pitching a story to a reporter or a media outlet, should we frame it as positive or negative? For example, which is better: “Women with Disabilities are Excluded from Reproductive Healthcare” or “New Pathways are Open for Women with Disabilities to Receive Reproductive Healthcare”?
Sylvia Rincon:  They’re both the truth, right? They’re just two different perspectives. I would probably do both, just depending on who your agency is, because I’m talking from a broadcast perspective. So, again, it’s knowing your community and knowing your media. I would say that I know one particular newsroom that would go with one headline and another that would go with the other. So, I would pitch it to both. The more “If it bleeds, it leads” would probably go with the negative version and then the advocacy station would go with the more positive one. Like NPR probably would go with the more positive one and maybe a FOX or ABC affiliate would go with the negative version. Does that make sense?

Kathleen Murphy:  Yes, absolutely. So people should put out two press releases?

Tim McGuire:  No.

Sylvia Rincon:  [Crosstalk] press releases. Every different agency should probably have its own catered press release. [Laughter] Honestly, that’s what I think. Tim, what do you think? [Laughter]

Tim McGuire:  Well, you and I have a very different perspective on this, and I completely understand yours. You’re on the street today and you’re on the street in a very competitive city with a company that has been very hard on cause, but I believe that you should not do two press releases. I think you’d tell the story in the most straightforward way possible. Sylvia is absolutely right. There’s got to be a hook. There’s got to be something that grabs people’s attention but I, like her original answer, I’d make both points because the more you can educate your reportorial audience, the better off you are. I do also have a concern about what we might be hearing today about a very cynical approach. Things are tough out there. I said that in the beginning. Everything is blowing up, but in my view, that makes you more the master of your universe. I don’t think you ought to cater as much to a sensational leaning news media. That’s why I believe you develop your own avenues, you find the responsible organizations in your community, and now there are all sorts of new news outlets in your community who are making a real difference. Mainstream media, some of it is participating in what I’d say a race to the bottom, but you don’t have to necessarily play with that. We’re going to see over time if the people who gear to a third-rate audience succeed or if news purveyors who cater to a more sophisticated audience succeed. I think the jury is still out on that.

Kathleen Murphy:  Okay. We have someone who is going to voice in their question. It’s Pimjai Sudsawad, who we heard earlier today. She is our funding agency, NIDRR’s, Knowledge Translation Program Coordinator. Are you there, Pimjai? [Pause] Pimjai? Dave? We see that Pimjai’s microphone is enabled. Is there anything else we need to do to help her talk?

Male:  She just needs to click on the mike icon up at the top of the meeting room to turn on her mike, if she has a microphone connected to her computer.

Kathleen Murphy:  Okay. Raise your hand. Pimjai, we’re ready to hear your question. Feel free to use the participant chat if you’re having trouble with technical problems on your end. Okay, so I’m turning to another question then. This is from Mark Olson. It’s for Tim. “Are there mainstream media outlets that are evolving better than others to the new climate?”

Tim McGuire:  Certainly. There’s an entire spectrum here of people who are doing different things. Certainly there are certain media markets; Minneapolis, Portland, Seattle. I could name several others who are doing a lot of progressing things. There are a lot of outlets that are moving heavily to online that are making the multi-media approach the key to what they want to do. They’re maintaining accountability journalism. One of the things that’s relevant, something like Sylvia said is a lot of outlets, are choosing the six or eight really important things to their community. Say environment matters in San Antonio - and it’d probably be medicine, environment, military. They’re choosing about six or eight, and they’re really being effective in those areas. You ought to take a hard look at your various media outlets to see if they are doing that. There are a lot of new kinds of organizations; MinnPost, Voice of San Diego, there’s one in St. Louis whose name is escaping me right now, that are online-only publications and they’re doing a lot of public interest kind of work. Now, some of these are smaller audience. They’re not mass media kind of audiences, but they’re doing very important work and a lot of the more mass media outlets are watching the work they do. The other thing that’s happening is mainstream media outlets are very tuned in to online. These days, a lot of reporters are using online; blogs, Facebook, Twitter, as their tip sheets. They’re finding out what’s important by following certain hashtags and the like. So, there are a lot of organizations that are moving ahead, that are doing a lot of new things. The other thing that’s very important is philanthropy. It’s funding a lot of investigative outlets. Here at the Cronkite School, we’re doing something fascinating. We have taken control of the local PBS station and we’re rapidly becoming one of the most important news gathering outlets with our students in the Valley. In fact, right now, there is only one Washington Bureau out of Arizona, and that’s at the Cronkite School. So, everything is in play. When you have a media environment in which everything is starting to fall apart, you have some who are going to try to milk the current system for profits, you have some who are going to try to reinvent, you have some people who are going to invent new things. I tell my students that I’m jealous of them. I tell them they’re never going to have the media environment that I had during my career, but I’d love to have theirs because it’s all going to be new and exciting and reinvented.

Kathleen Murphy:  Well, thanks. In addition to the questions being raised today, we solicited questions at our registration and a lot of them had to do with figuring out if people are aware of the various multi-channel media disseminations going on. Clearly, many people who are involved in this conference are particularly interested in disability and disability research even more particularly. 

Tim McGuire:  Yes.

Kathleen Murphy:  Are there any of these outlets that we’ve already discussed today that you would recommend as being particularly suited for the kinds of content that people online are likely to want to get out to you all? 

Tim McGuire:  Yes, a lot of it would depend on the market they’re in. It would probably be a pretty specific kind of advice. I would think if they surveyed their local and regional media landscape, they’re going to tumble to the kind of organizations. They’re doing a lot of medical stuff, a lot of educational stuff, but Sylvia made a crucial point that cannot be overlooked. The more your research goes to the core of people’s lives, the more it is useful, the more it might change their lives, the more relevance it’s going to have to just about any media organization. That’s something that not all researchers spend a lot of time on. Yet, it usually is present in practically all research. How is this going to affect people? How is this going to affect Tim and Jason? How is this going to affect Jason who’s been in a group home for 12 years? Get some analog kinds of images in your head and speak to those. See how relevant you can make the interpretation of your research to them. Sylvia made an important point that you got to sell the hook. Most of what you’re doing has an impact on real, live people. Figure out that impact.

Sylvia Rincon:  I would add that you don’t have to go straight to the big broadcasting companies. We peruse all of the foundation websites. When we’re looking for stories like if the epilepsy foundation or the leukemia/lymphoma has something out or Americans with Disabilities, we’ll go on those websites and we’ll look and see what they just published. Sometimes they talk about the research that’s coming out and that’s a good way. I’m conscious of that and there’s a group of us that are conscious of it because we know we have a lot of wounded warriors, we have a lot of veterans, we have a lot of medical issues in our particular area, but it goes back to knowing that community, if you reach out to them, they may be the free PR for you. They may do the work for you, in other words. So, that’s another good relationship to build.  I know that the hospitals publish their own newsletters. Sometimes we’ll look at those. We have a desk, a whole group of people up on our assignment desk, who’ll look at all the different publications. If you want to start there, we’ll be looking at that as well. We still follow the paper. TV is always chasing after the paper. Even if we still get the bigger numbers, but we’ll still go online to mySA and see what they’re up to and then follow a lot of The Times.

Kathleen Murphy:  What about libraries? Do you see a role for libraries in the future of media? This is coming in from the National Rehabilitation Information Center tweeted in.

Tim McGuire:  One of the most important uses of libraries right now is to give access to those without access. If you’d go to most libraries these days, people who can’t afford a computer or who don’t own a computer are using library computers aggressively. I think there’s also in today’s world, any organization, either online or analog, who helps people navigate the incredible wealth of information that’s out there today has an important role. I might mess this number up a little bit, but it’s a well-quoted number that prior to 2004, some five exabytes of information was produced by society. From the beginning of time to 2004, five exabytes were produced. We now produce five exabytes of information in our society every few days. That is overwhelming. It’s staggering. Anybody from your organization to mine, to libraries, to anybody else who can help manage that information is going to have a role. One thing that I believe is that part of the media future is going to be – I tell myself students that at least 30% of them are going to work for organizations that right now do not produce anything like journalism or news and information. I think your major companies are going to become news producers. Your major advocacy organizations and organization like yours, I think eventually, you will be hiring journalists who will help you accomplish your goal. Everybody is going to become a translator on a microphone and an organizer of the incredible amount of information that we face.

Sylvia Rincon:  That’s already happening now. A lot of journalists are being hired or recruited by our military, our education to help with all that. I think even within our business - we talk about this amongst ourselves as reporters, is that freelance journalists, these independent organizations, I’m envious of them because I feel like that’s where the real news is.  I pay attention to those outlets a lot, too. Definitely, if you have a great story to tell, find a freelancer so that your story can breathe. If it has documentary potential, you can do that and then the media will pick that up, too. Then, you’ll get a lot of legs on that, for sure. If you can get yourself a filmmaker involved too, that’s just a much bigger picture, but there’s just so many different ways and it’s all in play right now.

Kathleen Murphy:  Okay. So we talked a lot today about how researchers can reach out to you. We had a couple of really thoughtful questions sent in ahead of time that talk about when the arrow is going the other way, when because of the kind of work that people do, they can function as a liaison to people with disabilities and that can be a role that needs to be negotiated carefully. So, here’s the question. It’s a little bit long, but this person says, “We are frequently contacted by reporters who want to interview one of our consumers or research participants. These are typically parents with disabilities or parents. While one person’s story can be quite compelling, it’s often difficult to convey to a reporter that one parent is not representative of all individuals or parents with disabilities. Hence, we are reluctant to suggest one parent who then becomes the focus of a story in which the particular situation becomes overgeneralized to all parents with disabilities. However, if we don’t suggest one parent, many of these reporters go somewhere else and we found the resulting story not only doesn’t reflect our research and expertise, but often has inaccurate, partial or misleading information.” Sylvia, let’s start with you. Do you have any reaction to that or comments? It’s not really a question.

Sylvia Rincon:  Well, my first reaction to that is, are you having this dialogue with the reporter and saying, “Look, this one person is not going to represent everybody,” because if you told me that, I would say, “Well, I still need a story,” [Laughter] because that’s the truth, right? So, I still need to interview this person, but I will say that if you want me to, “This person represents this, but they don’t represent...” and I’ll literally say those words, “...the totality of this research. There are so many different facets.” I’d probably say, “For a link on more about what the other parts of this research are doing or how it’s affecting other aspects of this particular topic, go to our website and link on to their [idea] where you can find out more.” But we need to start somewhere. It would be simple and to the point. It’s summarization basically of their work. So how you do that in a minute-thirty? So, it’s kind of it is what it is in that I’m going to need that person. So, of your work, what is the most compelling thing you want out there first? Then, have that honest conversation with the reporter about, “Please also say that it doesn’t represent the totality of it and it’s not a generalization for something or this person only represents this percentage of this.” Have them say that. That’s as long as with a conversation I can have with somebody. I could also break it down. Like on the web version, we have AP style so we can write longer and do more, but on the broadcast version, it’s going to be short.

Tim McGuire:  Yes, my reaction is disappointment, for one. In some cases, you’re going to be spitting into the wind, but I believe you ought to have the conversation. I would never give somebody just one, I’d give them three. Then, I would keep track of that. How many did they get in touch with? How many did they talk to? Then, I’d feel free to talk to management about how they handled that. Also, I would probably talk to all three if I was your organization and I’d do my own release and my own discussion and my own blog and everything else about it. Again, that used to be a big issue, but the mainstream media is no longer in control. Their pretending they are, but they are not. What I tried to say this morning is you need to understand that they’re not in control, you are. There are scores of tools you can use to utilize that control. You can start a Twitter conversation or a Facebook conversation and explain how that wasn’t correct. Pretty soon the reporter and the management are not going to be comfortable with your Facebook conversation if it connects with enough people and they will react. You are in control. Let’s say it all together, “You are in control. Mainstream media is not.” With each passing day, that becomes more dramatic.

Sylvia Rincon:  I can concur on the social media real quick. If somebody calls out a reporter on Twitter or Facebook, our management will definitely pay attention to that. I can tell you before, it would take a lot for them to either retract or correct. They may do it probably on the web or something like that. Now, if you do that, then it definitely gets their attention for sure.

Kathleen Murphy:  I would think the goal is that that corrective action isn’t needed. 

Sylvia Rincon:  Right.

Tim McGuire:  Let me interrupt there. I need to interrupt. That comment reflected the belief that you never get in an argument with people who buy ink by the barrel. That is no longer the case. They don’t have the power that they once had. Either television or print, they simply don’t have that power. So, don’t worry about getting into an argument with them. Don’t worry about avoiding that. In many ways, it will draw more attention to your research and to the integrity of your organization. Don’t worry about their power. They don’t have it anymore.

Kathleen Murphy:  Well, I think the concern in this particular person’s – these are situations where the informant that you’re wanting to talk to is someone who is not going to be able all the time to use those tools that you’re describing. For example, a parent with an intellectual disability. Not a parent of a person with an intellectual disability, but a parent who him or herself has an intellectual disability, or a parent involved in child custody situation. So, these are areas where there are real concerns that the researcher as the liaison to those people may have to opening them up to being [Crosstalk].
Tim McGuire:  Yes. In that kind of situation, keeping confidentiality is probably the safest route anyway.

Kathleen Murphy:  Would you ever be open to involving the liaison in the reporting?

Tim McGuire:  Yes. I would. I’d say that that would be terrifically helpful.

Sylvia Rincon:  Yes, I agree.

Kathleen Murphy:  Okay. So, you would say this is atypical. He says that explains about sometimes what happens next is because they’ve been asked for that role and the reporter had said no, so the reporter then goes out on their own to find such a parent and the resulting story here is problematic. So, you’re suggesting that maybe go find your own reporter then. [Laughter]
Tim McGuire:  Yes. That’s right.

Sylvia Rincon:  Yes, absolutely. That goes back to that whole idea of building relationships with trusted reporters. They do have the power. If you have really good information and a story to tell, then go find a reporter you trust and work with them to tell the story properly. You’re still going to get reporters contacting you and stuff, but you can take the lead on that. You want to be in that position of power, getting that information out there and being in control of how it’s disseminated for sure. I think that what I’m hearing over here or trying to communicate as well is that it does go back to building relationships with these individual reporters.

Kathleen Murphy:  Do you have other strategies to reduce the chances of research being misrepresented or sensationalized in the media? Here, our questioner gives the example, “Chocolate cures cancer!” but still being effective in pitching stories to reporters?

Sylvia Rincon:  I would say also have a relationship with the producers and the news directors and the actual media outlet. There’s no rule saying you can’t call the news director and say, “Hey, can we - ” There’ve been times when we had issues with the police department and so we forged sort of a relationship where we said, “Okay, well, they weren’t playing with us,” and so we’re going back and forth about the Open Records Act and stuff. They were saying, “Oh, you keep getting it wrong.” I said, “Okay. Well, you tell us. Let’s work on how to do it right.” That was a meeting that involved reporters, producers and news directors. If your organization wants to go visit a newsroom, they are more than free to do that. I like it when that happens because that’s just another resource, but it also keeps some checks and balances there because you have more than one individual who’s checking those stories.

Kathleen Murphy:  Given the importance of building relationships, do you find that there are any new issues related to reaching across generations? Are certain channels being used by particular subgroups of people, whether they’d be generational or racial ethnic minorities?

Tim McGuire:  The most important thing there is don’t make any assumptions. I’m 65 years old and it’s a little bit a part of my job, but I’ll run you into the ground on – although most people run into the ground on social media. [Laughter] Don’t make assumptions. Too many people are crossing those lines these days; socioeconomic, racial, disabled, intellectual, age. I know a lot of 50s and 60s who know more than some 20s and 30s about technology and vice-versa. In my view, it’s just very dangerous to make those kinds of categorical assumptions. Again, let’s go back to the Schumpeterian moment. We’re in a very pivotal Seminole time in our culture in which we are learning how to use dramatic new tools. Different people are adapting at different points of time, but I know a lot of 60s and 70s who are doing just fine. They’re incredibly connected and incredibly active and figuring out all sorts of new uses for some of these tools. So, I just had to say don’t assume in this very weird time that, “Well, she’s old so she doesn’t get it technologically.” Or “He’s young and he does.” It’s just not the case in my view. 

Sylvia Rincon:  I agree. Assume nothing about anything. [Laughter]

Tim McGuire:  Very effective [Laughter] If your mother tells you something, check it out.

Sylvia Rincon:  Indeed. [Laughter]

Kathleen Murphy:  The same holds true as far as particular channels for racial and ethnic minorities?

Tim McGuire:  I think so too. 

Sylvia Rincon:  Yes, definitely. 
Tim McGuire:  Absolutely. Even more so. Anything like boundaries and pre-conceived notions and stereotypes, one of the beauties of the web is that it has allowed us to blow all of those up. Everything is being worked through. I just don’t think you can make assumptions about audiences in this dramatic time of change.

 Sylvia Rincon:  Yes. If you are going to assume that they don’t have access to technology, schools are providing - a lot of the lower socioeconomic classes are getting free tools to get online and that’s growing daily. There are one or two computers in the household and you’ve got an entire family already hooked up. You really can’t make assumptions even based on - the statistics are constantly changing, too. There’s a big ebb and flow there.

Tim McGuire:  I’m chomping at the bit for you to get to Laura’s question. I’m excited about Laura’s question.

Kathleen Murphy:  Well, I’ll read it. 

Tim McGuire:  [Laughter] Sorry.

Kathleen Murphy:  Going back a little bit to the issues that we were talking about previously where a lot of people online are researchers and they have maybe human subjects’ protections protocols about some of the people that may be involved in their research who are considered officially to be from a vulnerable population. So, Laura Hartman is commenting, “Similarly, I often feel constrained by our ethical protocols, communications departments and other confidentiality measures that are required to protect our clients and participants as well as our institutions, and rightly so. Can you give advice to help us connect to media outlets?”

Tim McGuire:  Well, let me take a swing at the overall premise. I understand legal issues on the more shameful parts of my past as I have a law degree and I was a member of the bar. [Laughter] I get confidentiality, but most of those protocols, most of the communications department, most of those things, and in some cases even things like HIPAA, are designed to allow institutions to remain in control. The communications department doesn’t want you going off on your own because then they won’t be necessary. You know what? In a world in which all is open and a world in which everybody can speak, they probably aren’t. So, rebel rouser Tim says, “Get all of those policies out front and reviewed.” Many of the things that are holding us back right now are policies that were developed for an industrial age, non-digital age society of 25 to 30 years ago. Review those policies. Make sure that it really does make sense that things have to go through a central place. It probably doesn’t. Confidentiality is important. I respect confidentially. I get it, but I will tell you as a parent of a Down syndrome son who has been in special education and a group home situation, some of those confidentiality rules are silly. That you can’t do personal, inscribed Valentines. I remember that one from when Jason was little because I was so bitter about it. It wasn’t practical. We knew all those kids. We knew their parents. Some of the stuff is in desperate need of review because it was for a different society. The other thing that marks much of that stuff, and here’s where I really submit to your group that you ought to think about this, lots of that confidentiality assumes that there’s shame around all of these. It’s all about shame. Well, bullcrap. Let’s get rid of that. Why should Jason have more confidentiality than Jeff because he has Down syndrome? Everybody that we come into contact knows he’s got Down syndrome. Many of those rules, I would submit, are about shame. Let’s take a hard look at that stuff. Strong letter to follow. [Laughter]

Sylvia Rincon:  Bravo. Yes, I have a lot of family members who fall under that as well, but as a reporter when it comes to dealing with this particular matter, I respect the HIPAA laws and I respect all the laws. I have to. We just ask. I will assume nothing, but I believe most institutions have a communications department and/or a public relations or external affairs, people that can help you through this. I’ve rarely encountered a situation where I can’t do a story because somebody was not made accessible. It may take longer. I may have to wait a few days until they can sort through the different patients or people that can talk to us, make sure that they sign a release, make sure they agree that they’re doing this at their own free will to go talk to the media and that they’re okay with it. They’ll generally vet these individuals for us and we’ll patient wait for someone who can talk to us. I do anyway. If we have to do the story, we’ll do it without that individual and just go to the doctor or the researcher, but obviously we’d rather talk to somebody who’s being directly affected. So, rarely do I come across an institution that that can’t happen. It just may take longer to get someone to come on board, but they do have the right to speak. There’s still freedom of speech. So, if they choose to talk to us, they choose to talk to us.

Tim McGuire:  That’s right. Amen.
Kathleen Murphy:  Sure. Let’s think about the mode of that conversation. Some people were wondering what ways are most effective for disseminating the messages that we do want to get out. What ways would be, for example, most effective for disseminating printed media?

Tim McGuire:  I’m not sure I’m fully grasping the question. 

Kathleen Murphy:  Well, I think that say someone has written an article or a report and would like to try to get some press for those findings. Maybe since we’re running out of time, someone else put in his video on effective media for the dissemination and promotion [Crosstalk].
Sylvia Rincon:  You mean like a literal platform like fax versus email versus video, like that? Or radio?

Kathleen Murphy:  Right. If I’ve done a study, I’ve got some findings similar to Peg Nosek was talking earlier about her work on Women with Disabilities. So, would it be effective for her to write something out and put that out to you directly, or if she herself did a little video with someone and posted that on Facebook, or did multichannel, put a link to the video on Twitter, or all of the above? Are certain things more or less effective [Crosstalk]?
Tim McGuire:  Absolutely. I think social media – excuse me. I think social media is a terrifically important thing. You start disseminating it to your community and to your groups and they start disseminating it. Media will see it. If you want to stay in the old classic approach, these days, a phone call is a lot better or having a relationship with a reporter or two is a far better approach than just sending things into the maw. It literally is a maw. Newsrooms of all sorts get – I don’t think Sylvia was exaggerating when she said it’s 1,000 emails. Reporters can get that kind of incoming and you know that’s not going to be utilized well. As both of us have been saying, the best way to get attention is for it to have gotten attention, either on social media or Facebook or responses to a blog. The social media atmosphere now is such that things get so discussed. As Sylvia confirmed for me and I knew, assignment editors, people who care about beats, they are watching social media with hashtags very carefully. Again, if you don’t know what I mean by a hashtag, that’s your assignment tonight. Go figure out hashtags. Go look at Topsy, go look at Twitter very carefully, go look at Twitter Analytics and follow hashtags. Hashtags are terrifically important to the overall conversation. You need to get invested in hashtags.

Kathleen Murphy:  Well, #running out of time pretty soon. [Laughter]

Tim McGuire:  Very good. [Laughter]

Sylvia Rincon:  Wow. That was excellent. I love it. [Laughter]

Tim McGuire:  #desperate. [Laughter]

Kathleen Murphy:  Jessica Chaiken has a question for Sylvia. She says, “Sylvia mentioned writing to fairly low reading levels. At what point does the information lose value or effectiveness?”

Sylvia Rincon:  Well, the good thing, like Tim is mentioning, we’re feeding every single platform. So broadcast, we keep it – we have this saying called KISS, “Keep It Simple, Stupid”. So we definitely follow KISS for broadcasting and we got to keep it short, declarative, factual statement, boom, boom, boom with some sound and video. Video and sound will take you to that next level. I still have to turn a story for online and it’s in AP style. It’s generally well over 500 words, so you can have the story that breathes a little bit more on the online version and the reading level goes up a little bit there. Then, there’s a whole different kind of language on Facebook and Twitter. For me, the biggest thing I do – Tim, you can correct me here – is that I like to give people an opportunity to get it straight from the horse’s mouth and I do a lot of links. I push people back to your websites and your newsletters where your research can be found and I encourage people to go there. That’s part of the advocacy. Part of my job is to say, “Hey, I’m just going to give you a smudge and I’m going to keep it real simple, but if you want more, go here. If you want even more, read their stuff.”

Tim McGuire:  Yes.  No, I think that’s a really powerful suggestion that the whole – this is a world of links and links are what matter. I think that’s very important. I was trying to be gentle and I understand what Sylvia is saying about third grade for TV, but there is in my view not a print or online news organization in the country that would subscribe to that. They say sixth or seventh, the fact is I’ve got three former editors of top newspapers in the hallway here with me. We’ve had this kind of conversation. It’s really more like a 10th grade level for most print. So, I wouldn’t panic over that.

Kathleen Murphy:  Okay. Well, thanks Tim.  So, as Jeff said we can keep it simple and make sure readers have access to the next level. So, we are going to have to close the discussion and I just want to thank John Tschida and Pimjai Sudsawad and Donna Lockett who presented earlier, as well as Tim and Sylvia. This closes Day One of KTDRR’s 2014 Knowledge Translation Conference which, as you know, this year is focusing on Effective Use of Media. Today, we covered a lot of ground related to our focus on traditional mainstream media, but please join us again on Wednesday and Friday of this week. It’ll be again from noon to 4:00 Eastern time. Same time, same URL, same login procedure. On Wednesday, we’ll be discussing Electronic and Social Media. Then on Friday, Disability Media and KT Supports.


Thank you so much everyone. Bye-bye.

- End of Recording –

