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Randi Moore:
Welcome to UCP Speak For Yourself webinar.  My name is Randi Moore and I’m the Project Manager for Speak For Yourself and we’re happy to present today, “What Matters To You, A Guide to Understanding Patient-centered Research for People with Disabilities.”  
A little bit about the Speak For Yourself campaign, it is a movement to build a network of individuals with disabilities, who are trained and empowered to become directly involved in the research that improves their health outcomes.  


Our project is funded by PCOR and we are very happy to bring together a group of wonderful presenters to tell us a little bit about PCOR, how it applies, and how you can get involved.  So, our desired outcomes for today are really pretty simple, one; to develop an understanding of PCOR and its significance for health of individuals with disabilities.  Two; to learn why PCOR needs your participation.  And three; to identify how to get involved with the PCOR – or with PCOR in your community.  


So, to start this off, talking about what PCOR is, is Dr. Katherine McDonald who’s going to give us a definition and an explanation of what we are talking about today.  

Katherine McDonald:
Thanks, Randi and hello, everyone.  This is a Kathy McDonald.  I’m a faculty member at Syracuse University and really pleased to be joining with UCP on this project.  


So, what this project is all about is something called PCOR or Patient-Centered Outcome Research.  And Patient-Centered Outcome Research is a different way of doing research.  So, historically, people have gone to school for many years and become experts in doing research.  They’ve trained to become scientist and become expert researchers.  And the research is in their hands to decide what to study and how to study it, and what matters in terms of how we do our work.  


But Patient-Centered Outcome Research is turning that paradigm on its head and saying, “You know what?  If we’re going to do scientific inquiries, we actually need to make sure that we’re setting things that are valuable to committee members, to the people who are most affected by the topics that are being studied.”  And so, Patient-Centered Outcome Research is a way of entering into partnership, researchers and people who may be users of the healthcare system and who are interested in promoting their health and to say, “What could we study and what are the outcomes that matter to us?”  


So, we’re – for example, you can imagine, you might have a common cold and a researcher says, “You know, if we’re going to study the common cold, we should really look at how many times a day somebody needs to blow their nose because they have a cold.”  And people living with cold say, “You know, that doesn’t matter to me.  I will spend all day blowing my nose constantly, but what actually matters to me is the number of days that I have that cold, and whether any kind of medical – medication approach can decrease the number of days I have – being stick with that cold.”  


And so they – committee members might say to researchers, “What I want you to do is study how we can decrease the days my cold is actually active in my system.”  And so that’s kind of one example of what we’ve touched on all of our lives.  But it means to do Patient-Centered Outcome Research, it means that people from a community, people who aren’t trained to be scientist come to have a say in what kind of outcomes we look at when we do health-related research.  


So, in Patient-Centered Outcome Research we are really able to ensure that the voices of people are heard in terms of thinking through what our valuable healthcare actions and what are those healthcare outcomes of interest.  And it means that we begin to center on the needs and preferences of individuals and the outcomes that are most important to them within the research process.  It’s a way of opening up and kind of democratizing, if you will, the research process.  


When we do Patient-Centered Outcome Research, it allows us to provide individuals and other healthcare stakeholders, so that might be people who provide care and support to people, for example, with valuable information that will help to make better-informed healthcare decisions.  So, when we engage in Patient-Centered Outcome Research, we seek to understand what healthcare treatments are at work and effective, and are able to generate the kind of outcomes of interest to people so that we can make more informed healthcare decisions.  It also help – there’ll be better communication between healthcare stakeholders and decision makers.  

And of course, it also provides research decision makers a look into what is important in the day-to-day lives of individuals, and in turn influencing a research agenda.  It’s grounded in what is the most important to individual.  So, it opens up those lines of communications between patients and their healthcare providers and researchers.  


So, with that shared understanding of what Patient-Centered Outcome Research is, I want to spend just a few more minutes talking about disability research as it relates to people with disabilities.  In here, we’re talking broadly about health research as well as that which is patient-centered research, which is of course of interest to this project.  


So, first, just to make sure that we’re on the same page, because definitions are important, what we’re talking about today is what we called scientific research.  So, while we may do a lot of research in our personal live, you know, which route is best to – the quickest to get me to the grocery store or which hospital should I go to, because it’s closest to my house and get there quickest in an emergency.  


When we’re talking about scientific research, we’re talking about something that’s a systematic investigation, so it’s a very clear plan.  It’s not willy-nilly.  It’s not ad hoc.  It has a very clear stand about how we gather information and how we make sense of figuring out answers to questions that we may have.  And we’re trying to do – to generate knowledge as generalizable so that it could apply to more than one situation.  


So, it’s not just, for example, information about me and what route will make sense for me to get to the hospital, but maybe ways to think about it at the community level or population level.  So, when we do scientific research, we might be thinking about how do we learn?  What people are thinking, feeling or doing?  What kind of health outcomes are they experiencing?  What is their quality of life like?  And we make collecting of data through a variety of ways.  


We may have a drug trial.  We may have a vaccination trial.  We may talk to people and do focus groups or survey them.  There are whole lots of different ways that we might gather that information.  But, when we’re doing scientific research, we’re really trying to understand something at a population level, how we can think about this information and move forward with it.  


So, what I want to talk about briefly today is where we are with researching people with disabilities, health research in particular.  So, I want to talk a bit about yesterday; where we’ve been, today; where we are now, and tomorrow; where we hope to go, and how this project helps to get us – hopes to get us towards better tomorrow.  


So, one of the things that’s really important to keep in mind is that historically in years past, many researchers have less people with disabilities (were sought) as a result of them having participated in research.  In other words, we’ve sometimes harmed people with disabilities in the guise of doing scientific research.  


One example of that occurred at an institution in New York State, it’s (Wiliburg) which is an institution – was an institution for children with developmental disabilities.  And there, the “scientist” study the natural history of hepatitis.  


And so in their minds, they thought, “Well, these are people who live in congregate care.  They’re going to be exposed to hepatitis and likely contract it anyway.  So, what if we just go ahead and infect them deliberately with hepatitis?  We might see them – so (let’s extract) and we might inject it and that will allow us to study its natural progression.”  


They didn’t really tell families all of what was happening and what they were doing and particularly the harm that might come of their children.  And they also kind of offer them the opportunity to get into the institution and bypass the waitlist if they agree to be a part of the study.  


As you can imagine, this has led a bad taste in – for many – many people with disabilities don’t trust researchers, because there’s a history of things like this where they’ve been taken advantage of in the name of science, sometimes without their consent and often without being informed.  So, that’s a bit about the history of where we’ve been in terms of research of people with disabilities.  


When you fast-forward it to today, one of the things that we know is that people with disabilities experienced a host of negative health outcomes.  In fact, they experience disparities in terms of health and healthcare outcomes, meaning that they have different outcomes compared to people without disabilities.  And often scientific research can be a key partner in terms of promoting the health and well-being of people with disabilities, and, yes, we’re walking with history of having exploited people with disability and taken advantage of them and hurt them without always benefiting them in the name of science.  


So, today, when we talk about health research with people with disabilities, we have to take into account the marginalization of people with disabilities.  We have to think about the ethical issues that come into play in terms of engaging people with disabilities in research and we have to think about the feelings of distress and disrespect that they feel as a result of the history of having to take advantage of at the hands of scientist.  


And all of these things often discourage and limit research with people with disabilities.  And so today, it often happens that a lot of research doesn’t include people with disabilities, because sometimes they’re explicitly excluded and sometimes it’s simply because the outreach does not accommodate or is not accessible to them in terms of finding out about research participation opportunities that may therefore not included in the research samples.  


But people with disabilities on a broader level also have little opportunity to influence research.  Very few of them are researchers, that’s increasingly changing, but it’s certainly not through to the extent that we would like it to be.  People with disabilities are not represented on grant review panels either in terms of shaping the directions of what will be funded and things of that nature.  


And importantly because of the scientist largely without disabilities, without the lived experience of disability directing health related research, research hasn’t always addressed the priorities of people with disability, it addressed what is the theoretical or academic interest to researchers instead of community members.  


And when we’ve done research, it hasn’t always included what we call now a translation, which means taking what we find and putting it into action, applying our research findings in order to promote the health and wellbeing of people with disabilities.  So, that’s where we’ve been and that’s where we are.  We also want to think about where to go and how the Speak For Yourself campaign can help get us there.  


So, where we want to go is we want to start pursuing research with people with disabilities that it’s safe, that does not hurt, but is also respectful of them, that shows them respect, that earns their trust, for example.  And one of the ways that we’re doing that is by taking principles of the disability rights movement and thinking about how do we infuse them – those principles into the research process.  


So, nothing about us is a beloved slogan of the disability rights movement and we can think about the implications of “Nothing About Us Without Us!” for how we do research.  So, what if we begin to directly involve people with disabilities and things that impact their life, including research?  So, we make sure that people with research have a say over what kind of research we do, what we study, how we study it, how we engage people, what we do with our findings.  


So, in other words, make sure that we have people with disabilities who become research partners, but also how do we make sure that we have people with disabilities included in our research sample, so both of those things are very important to do.  


We also know undoubtedly that people with disabilities want to be included.  So, I’ve included in here a couple of quotes of some of my research partners and research participants with disabilities talking about their desire to both be a partner in research to help direct and control research agendas, but also to participate directly in research as a participants as part of the sample.  


We’re part of the community.  Everybody have something to give, why should people be excluded because there’s something wrong with their legs or something wrong with their arms or something wrong with something else.  Another one of my participants said, “You need to let your voice heard, you know, a kind of echoing idea is important to speak up and to be a part of the scientific record.  And then, one of my research partner said, “I know that it pertains to change, research would be my input.”  


And lastly, “There are different insights for different people like the professional, and the self-advocates, and investigators.  You’ll learn from one other.”  That last quote in particular really speaks to the idea of Patient-Centered Outcome Research and how that changes or shifts how we conduct research.  


So, I’m showing you now a graphic, which talks a little bit about their research process, so we can think about research unfolding in three big areas.  First, we develop our research, you know, what are we going to study and how are we going to study it?  Are we going to – do we need to have a drug trial and have people take medicine and record, you know, how many days they have their cold or how well they’re sleeping at night.  We need to find fundings to that we can pay the do that study, and we then implement that study.  


So, we find people who are willing to take our cold medicine and willing to keep a diary of their next cold for a week to see how their health is, and we analyze that data.  You know, what could we find in people who had our medication do better than people who didn’t have a medication, for example.  And then we disseminate, we share what we found, and we think about, you know, what are the practical applications of that, and how do we create change based on what we found.  


And what this graphic shows is that when we do something like Patient-Centered Outcome Research.  There was a voice for researchers, scientists, if you will, but also for committee members.  Each of us have valuable, a different but equally valuable contribution.  So, for example, when we open up and we democratize the research process, we make sure people with disabilities are part of that process, part of the team that direct research and they help make sure that any projects that’s happening that reflects committee priorities is relevant to the community that participation is – in the study is acceptable, it stays and it’s for effective recruitment.  


And also, making sure that what we found that it’s – the word gets out to the community, that it’s not just in academic library, for example.  And this is a very different way of doing research.  When we have people with disabilities engage in Patient-Centered Outcome Research as research partners, it means that we increasingly have research questions and interventions proposed in studied intervention that are relevant to people with disabilities or desired by people with disabilities.  


It means that we have respectful and equitable inclusion in research, so the ways that we engage people reflects principles of human rights, conveys more dignity to people, and again emphasize this and meets the priorities of people with disabilities.  It also means that we are better able to make sure that our research participation opportunities are accessible, that we have different ways to communicate, for example, that we hold our research in accessible locations, et cetera, et cetera, et cetera.  


Also, when we partner with people with disabilities, we’ll probably going to design research projects that are less harmful and increasingly beneficial to the people who participate as well as the broader community of people with disabilities.  So, in short, when we democratize the research process, when we do Patient-Centered Outcome Research with people with disabilities, we have better science, and we have better outcomes for the community.  So, it’s an incredibly desirable way to do inquiry.  


So, it just means that when we are able to do this, we have more acceptable and respectful research and the outcomes that are important to people with disabilities, right, so not just the outcomes that matter to scientist, but the outcomes that matters to people who are living everyday with disability.  And it also means that we do more knowledge translation or we make sure that our findings get applied into practice to create change at the community level.  


To give just a couple of examples of what it looks like when we democratize the research process when we enter into partnerships with people with disabilities, one of the really important things we do is make sure that research participation is accessible.  So, in general, we’re trying to remove barriers to research participant and provide support.  


So, for example, we make sure we hold our research in accessible locations.  So, there are elevators, for example, or ramps or there are – there’s rail available to way signs through a building.  So, we make sure that we recruit on a variety of ways.  For example, many people with disabilities have very different living situations and they ask this information in different ways.  So, some people don’t look at their mail because they don’t trust it or they can’t read or they can’t see what’s coming into the mail.  


So, how do we make sure we get our audio visual recruitment message out?  Things of that nature.  We might reading material loud to people.  We might show them very concretely what it means to be a part of the research process and just in general what it means that we provide the accommodations in order to be a part of the research and more flexible in order to accommodate individual needs.  


So, this is where we want to go.  We have the Speak For Yourself campaign.  We’re all about how do we promote patients Patient-Centered Outcome Research to people with disabilities, so how do we make sure that people with disabilities become research partners as well as research participants.  And so our challenge to you to help create our better tomorrow is to get involved.  


So, for example, you might serve on a grant review panel and Patient-Centered Outcome Research Institute has the opportunity to do that.  You can apply to be a grant review member.  You might find a research here at a local university and offer to collaborate with them as a research partner.  You might find out about clinical trials or Patient-Centered Outcome Research trials that are happening in your area or that are happening nationally that are taking samples, and you might become a research participant.  


Now, if you do this, you might want to ask a few questions, you know, “Do I think that this research project is important?  Do I think that the way they’re going about this research is respectful to people with disabilities?  Are there any risks or downsides or harms that might come to me by being a part of the research as a participant?”  Those might be legal, social, economic, psychological, and physical risks.  “What are the benefits?  Are they benefits to me?  Are they benefits to people with disabilities more broadly?  And what are the researchers going to do to keep me being – from being harmed?”  


So, that’s just a little bit of a tease to think about where we’ve been, where we are, and where we want to go in terms of promoting Patient-Centered Outcome Research with people with disabilities.  
And with that, I will turn it over to my colleague, (Jerry Robinson).  

(Jerry Robinson):
Thank you, Katie.  So, again, my name is (Jerry Robinson) and I’m a (PHD) candidate …

(Off-Mic)

(Jerry Robinson):
So, when we think of …

(Off-Mic)

(Jerry Robinson):
We have a couple of things to – ways to increase …

(Off-Mic)

(Jerry Robinson):
… with our everyday life from cooking, and cleaning to house work and school work …

(Off-Mic)

(Jerry Robinson):
So, this is why …

(Off-Mic)

(Jerry Robinson):
… easier or better for you.  So when we talk about disability, a lot of times, there’s the assumption that … 


(Off-Mic) 

(Jerry Robinson):
… you are the recipient of tools and resources … 


(Off-Mic) 

(Jerry Robinson):
… but they never as much look what we …

(Off-Mic)
(Jerry Robinson):
… to make life easier or better for ourselves.  So I really thank you …


(Off-Mic) 

(Jerry Robinson):
… my presentation is kind of … 


(Off-Mic) 
(Jerry Robinson):
You bring yourself to the table, you know something about yourself, and about your …

(Off-Mic)

(Jerry Robinson):
… you to communicate that.  So, perspective is everything, what do I mean by that?  Well …

(Off-Mic)
(Jerry Robinson):
… has experiences that met – I’m sorry.  So … 


(Off-Mic) 
(Jerry Robinson):
One aspect of who are and rather than one aspects of who we are and …

(Off-Mic)

(Jerry Robinson):
… of who we are shape of course who we are, how we view ourselves, how others receive us, how we see …

(Off-Mic)

(Jerry Robinson):
… education, upbringing.  All these things kind of shape who we are (out) in the world.  


(Off-Mic) 

(Jerry Robinson):
And sometimes they have … 


(Off-Mic) 

(Jerry Robinson):
We need to be learning it because … 


(Off-Mic) 

(Jerry Robinson):
… who we are and how we see things.  So …

(Off-Mic)

(Jerry Robinson):
… shapes our understanding.  


(Off-Mic) 

(Jerry Robinson):
The best thing to have a … 


(Off-Mic) 

(Jerry Robinson):
As someone who … 


(Off-Mic) 

(Jerry Robinson): They may all see … 

(Off-Mic) 

(Jerry Robinson): But they may not assess the same value to it and that is an example …

(Off-Mic)

(Jerry Robinson):
… in grade school and he or she had to wear a helmet, maybe this is a …

(Off-Mic)

(Jerry Robinson):
… protect their ears in case they fall or they … 


(Off-Mic) 

(Jerry Robinson):
… that they use.  Well, to … 


(Off-Mic) 

(Jerry Robinson):
… or they may say, “Hey, there’s no big deal, you know …

(Off-Mic)

(Jerry Robinson):
… was using it … 

(Jerry Robinson):
… OK, this is fun.  They may still … 


(Off-Mic) 

(Jerry Robinson):
Even though they might be helpful, even though they maybe useful, even though they may …

(Off-Mic)

(Jerry Robinson):
And then the third example.  So, let’s say, if you …

(Off-Mic)

(Jerry Robinson):
They say, can I help you and you might not need help anymore or another example, you may need help, but you might need a certain type of assistance to the person …

(Off-Mic)

(Jerry Robinson):
… and they’re not willing to listen how you want them to assist you.  All of … 


(Off-Mic) 

(Jerry Robinson):
… with another person, what they can and they cannot do and it may not be …

(Off-Mic)

(Jerry Robinson):
… work with them to understand and to help the individual.  Individual …

(Off-Mic)

(Jerry Robinson):
… issues related to disability.  In this way … 


(Off-Mic) 

(Jerry Robinson):
… with and without disability, or it works in other ways.  


(Off-Mic) 

(Jerry Robinson):
They may or may not see through the same way to …

(Off-Mic)

(Jerry Robinson):
… they might not see the same way.  And you know, I’m kind of reiterating the fact that …

(Off-Mic)

(Jerry Robinson):
Each individual differently and then you …

(Off-Mic)

(Jerry Robinson):
And then you want to go and then you want to go – and everything about you that hasn’t …

(Off-Mic)

(Jerry Robinson):
And that makes you unique, that makes you … 


(Off-Mic) 

(Jerry Robinson):
… who is unique.  


(Off-Mic) 

(Jerry Robinson):
… disability or … 


(Off-Mic) 

(Jerry Robinson):
… there maybe some shared issues, there maybe some shared disabilities.  But there will … 


(Off-Mic) 

(Jerry Robinson):
… the individual will not be able to understand … 


(Off-Mic) 

(Jerry Robinson):
… the way that you do.  So, that’s (inspiration) versus perception …

(Off-Mic)

(Jerry Robinson):
… left side, but I think about …

(Off-Mic)

(Jerry Robinson):
… versus the perception …

(Off-Mic)

(Jerry Robinson):
… so until all people … 


(Off-Mic) 

(Jerry Robinson):
… you might say, “Go without me.”  


(Off-Mic) 

(Jerry Robinson):
You maybe going to school … 


(Off-Mic) 

(Jerry Robinson):
… you maybe taking cooking lessons till you become a better cook or you want to cook for yourself.  You maybe bringing … 


(Off-Mic) 

(Jerry Robinson):
… may be able to do something on your own, you may be able to do something with assistance, you may be able to do something with or without assistance …

(Off-Mic)

(Jerry Robinson):
… it doesn’t matter.  The …

(Off-Mic)

(Jerry Robinson):
… of the individual.  So, these are things that can either be – I think about this …

(Off-Mic)

(Jerry Robinson):
… actually I think it means what you know about yourself …

(Off-Mic)

(Jerry Robinson):
… you know what you can do …

(Off-Mic)

(Jerry Robinson):
… and you know what your needs are, because you live your life and you know yourself …

(Off-Mic)

(Jerry Robinson):
… may not be even correct.  They may know you well enough to know what you can do, to know …

(Off-Mic)

(Jerry Robinson):
… to know what you needs are, but they may not – and it also …

(Off-Mic)

(Jerry Robinson):
So, imagine you have a friend that you hang out with and …

(Off-Mic)

(Jerry Robinson):
… and one day, it’s as if you tell them, “Hey, I think I’d like to be a novelist one day.”  


(Off-Mic) 

(Jerry Robinson):
… they may not at least be – they maybe more of a I don’t know critical of yourself or someone … 


(Off-Mic) 

(Jerry Robinson):
… that you want to be a writer, they kind of look at you – they may not as they’ve always been, but they may not understand from your perspective …

(Off-Mic)

(Jerry Robinson):
 … what you want to do, set out to do what your goals are.  


(Off-Mic) 

(Jerry Robinson):
… respect them.


(Off-Mic) 

(Jerry Robinson):
… there are some who know you, who may know you but may not know everything about you.  So …

(Off-Mic)

(Jerry Robinson):
… it may or may not true and may or may not be (great ideas) and what you actually can do and what you …

(Off-Mic)

(Jerry Robinson):
But it may – it could be.  So …

(Off-Mic)

(Jerry Robinson):
… your actual capabilities …

(Off-Mic)

(Jerry Robinson):
… and when that happens a lot of times …

(Off-Mic)

(Jerry Robinson):
… experiences or even … 


(Off-Mic) 

(Jerry Robinson):
… what are your goals, what are your needs.  But then the person may have authority in my decisions based on the circumstances that will fit you …

(Off-Mic)

(Jerry Robinson):
… disability and they can be very troubling.  


(Off-Mic) 

(Jerry Robinson):
… making decisions because you have to know the consequences and …

(Off-Mic)

(Jerry Robinson):
… that can be very (diligent), very resistant.  


(Off-Mic) 

(Jerry Robinson):
Even though they may … 


(Off-Mic) 

(Jerry Robinson):
… any designs … 


(Off-Mic) 

(Jerry Robinson):
… of the users … 


(Off-Mic) 

(Jerry Robinson):
So, granted some of the …

(Off-Mic)

(Jerry Robinson):
… find useful but … 


(Off-Mic) 

(Jerry Robinson):
… this feature.  They will never do XYZ so why do I need the … 


(Off-Mic) 

(Jerry Robinson):
… to people with disabilities … 


(Off-Mic) 

(Jerry Robinson):
… they may think that helping me because (inaudible) because they help everybody … 


(Off-Mic) 

(Jerry Robinson):
… a reality.  


(Off-Mic) 

(Jerry Robinson):
… leave you more restricted, maybe unable to achieve your goals, unable to live up your … 


(Off-Mic) 

(Jerry Robinson):
… and kind of needing more than you would otherwise because there is intent to kind of … 


(Off-Mic) 

(Jerry Robinson):
So, one thing you have to know is you have to know that …

(Off-Mic)

(Jerry Robinson):
You can make a meaningful contribution to reconcile …

(Off-Mic)

(Jerry Robinson):
… in all this, you know, and both of the …

(Off-Mic)

(Jerry Robinson):
Of course, we need doctors, we need researchers, we need the research studies to …

(Off-Mic)

(Jerry Robinson):
… but that alone without your experience will not …

(Off-Mic)

(Jerry Robinson):
… capability and needs.  


(Off-Mic) 

(Jerry Robinson):
And so, again, that’s something that no one …

(Off-Mic)

(Jerry Robinson):
… no one knows like you.  And again … 


(Off-Mic) 

(Jerry Robinson):
… individual with disability.  


(Off-Mic) 

(Jerry Robinson):
You are the person … 


(Off-Mic) 

(Jerry Robinson):
… you have the right to say something, you have the right – the responsibility to possibility to speak up and say, “Hey, you know, here is what you need to know about me.”  Here is what you need to know about, you know … 

(Off-Mic)

(Jerry Robinson):
That’s what you bring to the table.  You have to own what you bring to the table and don’t be afraid to … 


(Off-Mic) 

(Jerry Robinson):
… important.  So what are some … 


(Off-Mic) 

(Jerry Robinson):
… the main things is … 


(Off-Mic) 

(Jerry Robinson):
… understand you … 


(Off-Mic) 

(Jerry Robinson):
… without your input.  I guess this is what … 


(Off-Mic) 

(Jerry Robinson):
… you have the right to speak up and let them know, you know, you have a story so that …

(Off-Mic)

(Jerry Robinson):
… because the more you can learn to speak up for yourself and you …

(Off-Mic)

(Jerry Robinson):
… for you, the more … 


(Off-Mic) 

(Jerry Robinson):
… will be.  


(Off-Mic) 

(Jerry Robinson):
And that would be the more informed decision making that the …

(Off-Mic)

(Jerry Robinson):
… or whoever it’s going to be, the more ... 


(Off-Mic) 

(Jerry Robinson):
… and improve also your everyday lives as individuals with disabilities.  

So with that I’m going to end my part of the talk and hand it over to Karin who – hand it over to Karin, so thank you.  

Karin Hitselberger:
Thanks, (Jerry).  OK, so in part of the presentation, we’re going to be talking about self-advocacy and just before we start, just a little introduction to who I am and why it is that I speak on this.  
My name is Karin Hitselberger and I’m the Public Education Associate at UCP National.  And basically, I help people all throughout the country find resources to get the services and supports they need.  But also, outside of my 9:00 to 5:00 job here, I am very engaged in disability advocacy and activism.  And I think that being a self-advocate is a really important skill for anyone to have whether we’re talking in the disability phase or otherwise.  


So, with that short introduction, I want to get started.  So, before we really get started with the larger context of the presentation, I wanted to start by presenting you all with some questions just to think about throughout this discussion.  They’re up on the screen, but I’m going to also read them off.  We’re not going to go through and answer these questions.  They’re just meant to be the things that you keep in your mind while we talk.  


So, the first question is, “What do the words advocacy or self-advocacy mean to you?  What do you think of when you think of practicing advocacy or self-advocacy?  Who can be considered an advocate or self-advocate?  Do you know anyone who’s considered either an advocate or a self-advocate?”  The last question and what I really want you think about throughout this presentation is, “Do you consider yourself an advocate or a self-advocate and why or why not?”  


And so now we have to talk about what exactly does advocacy or – well, specifically, self-advocacy mean.  Is it’s a word that they go hear you go out but what does it actually mean?  Well, according to the Oxford dictionary, Oxford English dictionary, self-advocacy is a noun meaning the action of representing oneself or one views or interest.  


So, self-advocacy is literally at the core of what it means to speak for yourself about what matters to you.  And so knowing that – so we know that self-advocacy and advocacy are huge key components of turning what we care about into actions that we can take to improve our healthcare and health outcomes.  But we have to think about what does that looks like when it comes to our health.  


And in order to do that, I kind of want to talk about five different things to remember when it comes to advocacy in your health.  And I’m going to over – do an overview of them really quick and then we’re going to go through each one of them individually.  So, when it comes to advocacy in your health, remember that it doesn’t have to be big.  It can be personal and it’s important to stay focused on what matters and one story really can make a difference.  But, we all need a little help from our friends and our networks.  


So, now, I want to kind of dive – do a deeper dive into each of these points and really address what each of them means individually and in the context of being a self-advocate or an advocate when engaging in PCOR, so let’s get started on that.  The first one is it doesn’t have to be big.  And what I mean by that is that a lot of times when people think of advocacy or activism or whatever you want to call it, people think of large scale actions and maybe media attention.  


They think of protests of the administrations, of things that require a lot of planning and maybe a large group of people, and those things that are really important.  But, not all advocacy has to be large scale campaigns.  Large scale campaigns matter, obviously, but advocacy can be simple things that you do.  Going back to the definition when we talk about it being, you know, speaking for your interest or the other things that matter to you.  


It can be simply going to your doctor and saying, “When I look at my health, these are the things that are most important to me when we talk about treatments and options.  From here on out, I’d like to keep those things in mind.”  So, it can be done on an individual level.  It doesn’t have to be some big thought out campaign, although those things are important.  


Advocacy isn’t one thing or one specific set of actions.  It’s a way that you choose to act and live, and it’s all about knowing what’s important to you and being able to express to other people those things and why they’re important.  And coming at it from a space of being willing to be vulnerable and being willing to, you know, open yourself up to people’s reactions to what you say, knowing that you’re doing it for the greater good of making a difference, and making a change, and making sure that the choices and life you have reflect the core things that matters to you.  


So, going off of that, the next point is it can be personal.  And what I mean by that is oftentimes when we do any kind of work, we think that we have to separate it from ourselves.  But, when it comes to self-advocacy around your health, don’t be afraid to make it personal.  After all, the core is to focus on what is important to individuals and communities as opposed to being focused on maybe what is the interest of the academic community.  


And that means that it’s OK to make your issues personal.  It’s OK to use your story and your needs as the driving force behind your advocacy, because it is your story that serves as the reason behind what you’re fighting for.  It’s your experiences that made you say that these are the things that are important as opposed to other things and you don’t need to necessarily have to be able to pull up tables and figures of facts.  


As an advocate, being able to tell your story and explain succinctly why something is important to you is valuable too.  It’s not about proving that it’s important to every other person who experiences your condition.  It’s about proving that this has value, whether it’d be, “I want to research ways that I can live more independently,” or, “I’d really like to research cure.”  Whatever it is for you, it’s OK to use your personal experiences and your stories as the backing behind those needs, and wants, and desires.  


And going from there, it’s also important when engaging in advocacy and self-advocacy to stay focused on what matters.  And no matter what the context is, advocacy can sometimes be frustrating and disheartening, regardless of how passionate you are about something or how important a certain issue is to you.  It’s very likely that not everyone that you come in contact with will see the same – will see things the way you do, even people within your own community, which is why this is an important point.  


Just because not everyone agrees with you doesn’t mean your issues aren’t worth pursuing.  And on a practical level, this means that not every research study that is related to your condition, your primacy condition or even the issues that you care about would be something that you want to participate in.  And not every stakeholder or researcher or doctor will be somebody that you have the right fit with, and that’s totally OK.  


Always remember the issues that are at the core of your work and make sure the actions you engage in are to further those things that are most important to you.  And just because an issue is important to other people in your community, it doesn’t mean that it resonates with you.  With the same condition, you know, some people can want ways to make things more accessible in the life they’re living now, and other people can want things to further a cure.  


And both of those things are equally valid, but it doesn’t mean that you, as an individual, are going to want to engage in everything and that’s completely fine.  It’s about finding the things that align with your passion and your needs, and what it means for you to have quality of life.  When we did our surveys, almost everybody entered in some regard that quality of life was what – was the most important to them when thinking about how to research in health outcomes.  


But when dressing it further, everyone had a different idea on what quality of life looked like.  For some people, it looked like greater independence.  For some people, it looked like cure.  For some people, it looked like better assisted technology to allow them to live the life that they want to live.  And all of those things are valid and all of those things are equally as important.  


And what I would encourage you to do is stay focused on the issues that matter most to you and engage in those and spend your energy on those, because you can’t just engage in everything that comes your way.  You’ll get burned out and you really won’t be able to get things done as effectively the way that you want to.  


So, don’t feel like in order to be, you know, the best advocate, you have to engage.  Every time you have an opportunity, it’s equally as valuable to choose the opportunities that resonate the most with you and what your experience feels the best fitting to anticipate there.  So, always remember to stay focused on what matters to you and don’t go pressured to do something, simply because you think it should matter more to you than it does.  


And one other point I want to make is that one story can make a difference.  And what I mean by that is simply that because of the way that PCOR is designed, and the fact that it’s grounded in the experiences of individuals and communities, every story really does matter.  When engaging in PCOR, worry less about how many people agree with you or other quantitative data, and focus more on the why.  


Every story matters, because each story is an entry to the somewhat abstract question of why certain issues are important.  Why quality of life is defined in certain ways by members of communities.  Stories explain what member suggests.  Stories get to the core of things and they show you that you may think you’re just one person and that your story won’t make a difference.  


But the truth is there’s an almost guaranteed certainty that your story will make an impact on at least one person, whether your perspective encourages researchers, so we’ll get issues in a different way or whether your story encourages other members of your community to understand their experiences as part of larger context rather than thinking that they are all alone.  


Stories have value, particularly, when it comes to health outcomes of underrepresented groups.  If we don’t know why things are happening, we can’t change them.  So, looking at – so when looking at issues of access, for example, statistics may tell us that’s what disabilities are likely to experience health inequality.  But, they probably won’t tell us why, it’s the stories of each individual that will give us the answer as to why somebody is experiencing what they are experiencing.  


And with that, I want to move on to the last of our points, and this is a really important point, and it ties everything into the next presentation.  So, we’ve talked about four things, but we have to talk about one last thing, which is that you can do all those things, but we all need a little help from our friends and networks sometimes.  


And what that means is that you can use your story, you can, you know, be sharing personal things and all of that.  And those things will have value, but you can’t do it alone.  You need to have a network that supports you, even in the smallest steps with advocacy that you take, whether that’s somebody who has your back when you go and talk to a doctor about what’s important to you, so that they can elevate your concerns and your needs or whether that’s a group of people looking to engage in further research with you.  


It’s always important to have other people in your corner, because as much as personal stories matter and individual experiences matter, it’s always important to have somebody else who has your back and is going to support you and help you get the word out.  So, just to kind of close up, there’s no doubt that advocacy and self-advocacy can be difficult, but they’re an essential part of engaging PCOR.  


In order for PCOR to be effective, you need to actively reflect the wants and needs of individuals and communities.  When you do experience or notice gaps in your healthcare, it’s important to talk about this with other stakeholders.  PCOR is an opportunity to make healthcare options more reflective of individuals and an opportunity to make sure that unrepresentative groups of people are able to access healthcare and health options that reflect their unique needs and desire.  


But the only way PCOR can make an impact is if individuals and communities are willing to engage with researchers and advocate for the things that matter in most of them.  If advocacy ever seems too daunting, just remember, it doesn’t have to be big and it can be personal.  So, stay focused on what matters, because one story can make a difference, but we all need a little help from our friends and networks.  


And with that, I’m going to hand it over to my colleague, Kaitlyn, who’s going to talk a little bit more about the importance of networking when it comes to PCOR and advocating for what matters to you when it comes to your health.  

Kaitlyn Meuser:
Thank you, Karin.  So, hello, everyone.  Thanks for joining us.  I’m Kaitlyn Meuser and I’m the Marketing Specialist here at UCP National and I’m going to be talking today a little bit about the Art of the Network.  And what I mean by the art of the network is how to really establish connections and leverage those in your community to really find your voice and find out what you need as an individual with the disability when it comes to future research opportunities in health research or if you’re in a medical situation, it’s giving you the ability to really scan yourself internally and really focus on what matters to you as we’ve been talking about during this presentation today.  


So, to start off, we have to talk about what we define as a network.  I did some searching and I really like the Oxford dictionary’s definition of a network.  And they say a network consists of a group of interconnected people or things.  And a support network specifically centers around the exchange of information or context.  


So, where do we start?  We’ve got to establish our goals.  What are we looking for?  What do we want out of this experience with the patient in a potential research or medical setting?  We have to start listening and/or teaching.  This means asking for advice to get to your goals, and most important, establishing what you need out of this experience.  And the last step in the process is really all about having confidence and putting yourself out there because this takes gut and it’s not easy to put yourself first.  


So, let’s talk a little bit about connection.  I’ve written some questions down and these are not going to be entered in order.  They are more sort of questions to sit with to use a tool to establish what connection you’re looking for and what that ultimately means to you, given the context of health research or in a medical setting when you’re trying to advocate for yourself and you need the extra support.  


So, what does the word connection mean to you?  We all need connection for different reasons.  What traits do you look for when connecting with others?  Are you looking for somebody who’s compassionate, understanding, and will tell you the truth?  


Any of these things are important traits to look for on people that you’re connecting with.  And what’s the first thing that comes to your mind when you hear the word networking?  Because networking isn’t always a formal thing, it’s just – it can be simple as asking for a feedback, constructive criticism or advice.  


Again, going back to establishing what you need as an individual, why do we want to form networks?  It’s because we want to feel as if our voices or – and concerns are being heard, and this is particularly important when it comes to matters over health.  And I will add, when it comes to a person living with a disability, because going back to Katie’s notes in her presentation, there – we have a history as a community of really not being put first, really not feeling like our voices are being heard in this particular setting, so that’s vitally important.  


So, we need to talk about finding support.  How do you get there?  How do you start building a support network and harnessing your connection?  So, now that you know what you’re looking for out of your health and research experience, and know what you need out of your networking connections, it’s now the time to find the support, and you have to start somewhere.  


One thing is location.  Look for support in your community.  And remember the questions we asked earlier on connection?  This is where you need to start establishing common interest.  And then, given that we live in an age where everything is so readily accessible and available via the internet, that is a crucial resource.  But I will caveat that with saying that you need to be – you need to make sure you really know what you’re looking for, because it does open up that opportunity for things to come into your field of vision that may or may not be accurate or necessarily apply to you.  


But I really want to talk about social media for a moment.  So, social media is my personal favorite tool, because there are so many ways to create connection and find community online.  It’s also a great tool when we think about what it means to take ownership of your health as a patient and as individual with a disability.  You can find like-minded spaces, those who can help provide clarity and a shoulder or pillar of support should those questions or issues arrive when you’re in this particular setting.  


So, we need to talk about forming our network.  So, in order to begin forming our network, you have to know what you want from your network.  And before we begin our search for connection, here are some points to consider, you need to know what you’re looking to get out of this experience with the patient.  Remember that this may feel new, and perhaps, a little scary to turn inward and look at yourself from the perspective of the patient or self-advocate.  This may be the first time you thought about what’s important to you.  


Setting clear goals and expectations to help you establish what you need and you need to also realize what kind of support you need.  Back to what we were saying earlier, what traits are you looking for?  Or what are you ultimately looking for?  Are you looking to make those interpersonal connections?  Are you solely looking to leverage a network for advice or ways of critical thinking?  


So, we need to talk about networking and self-advocacy, because these two components of really focusing on what is particularly important when it comes to PCOR, these are so intertwined with each other that you can’t really talk about one without referencing the other.  So, once you’ve been able to consider your goals, expectations, and support needs, think about how you want to express them.  You need to be able to find your voice.  You know your body and your experiences better than anyone else and you should feel comfortable being able to ask for the support you need.  


You need to come prepared.  Do your research.  Write it down, record it, whatever method works for you, and remember, that is also crucially important to get feedback, because doing something for the first time or doing it once or twice, you always discover new things to consider throughout this process.  So, it’s important to really sort of take stock and take notes of those things so you can constantly and consistently improve yourself, should other opportunities come your way in the future.  


And the most important overarching thing you need to do is just relax because you have this.  You have this.  
How does your network impact your health?  You might be thinking, “What exactly does having a networking mean for my health and how does this actually relate to health research opportunities?”  


Well, I’ll tell you, it actually gives you strategies.  And those strategies are, one; being able to create an open dialogue with either the researcher, your medical professional, or your specialist, whatever the context or situation you might be in.  It gives you the ability to think critically, and ask for feedback.  Because like we said before, this may be your first time diving into this world of self-advocacy or this may be your first time diving into the world of patient-centered research.  


And so one of the things, like I said, to take stock in is to constantly take note of things that you need to improve upon because that’s human nature, that’s who we are as people.  We constantly need to look to improve and look to take notes for things to just make ourselves more aware for future opportunities.  


And then, also help us to develop those kinds of strategies that gives us that keen sense of awareness when it comes to what we want, and what we need, and what is important to us as patients, as individuals with disabilities, and gives us the ability to create a way to be able to articulate what we need to our medical or research professionals.  


And then, it always helps to build your confidence, because the more you do this, the better you’re going to become.  And you have to realize that the people that you’ve established these connections with, these people that you’ve sought support from, these networks that you helped to build, and create, that’s what they’re there for.  


They are there to be a source of information, a source of support, a source of advice, anything that you need, and that only helps to grow your confidence, and really, really focus, at the end of the day, on what matters.  

Randi Moore:
Thank you so much for joining us today.  We hope you are coming away with the better understanding of PCOR and how it can be used to improve and shape the lives of individuals with disabilities and their caregivers.  We are excited to hear what you think, to hear about how you think you can apply PCOR or how you can get involved in it.  


We look forward to your feedback via comments or Facebook or Twitter.  We hope that you also visit us online for links or resources to help you along the way, including a toolkit that covers what we discussed today, and also provide some guidance for how to get involved with PCOR.  

Thanks again. We look forward to hearing from you.  Bye-bye.  

END

