
This is a very timely conversation that we’re having not only in bringing forward evidence but as leaders in academic
centers, collaborators, and	
  AHRQ to pull together the pearls of wisdom because patients are clamoring for help.

I represent that aspect of the patient population, patient research	
   partners, patient engagers, by reason	
  of of a disease
diagnosis. It probably helped that I could speak English. It helped that I have a graduate degree from Purdue University. It
helped that I have three physicians and six pharmacists and two engineers and an attorney in my family. I am an Asian-­‐
American, fourth generation Californian. All of the things that you would think would make for better success with a
chronic condition called inflammatory arthritis or rheumatoid arthritis. I was diagnosed at age eighteen. Within a few
short years after diagnosis I ended	
  u in	
  a wheelchair. The first medications were 26 aspirin	
  a day. I had	
  no say so over
that. But there’s nothing like five years in	
  a wheelchair to help	
  a person	
  understand	
  what the person needs to bring to the
paradigm of personal medical care.

No one trains us as human beings to deal with a health crisis. You rely on what you can. I was fortunate enough to have
that kind	
  of family support but being Asian, it worked	
   against me. Everybody kept their mouth	
  shut. It was not American;
it was more Chinese to	
  not talk about those things and that was not good. So	
  I suffered silently for those five years. In
fact, when	
   I could	
  not usemy arms and	
  legs and	
  had	
  to eat like a dog, bringing my head	
  to the table to eat food, I realized	
  
that	
  something had to change. I hit	
  bottom. At	
  some point	
  when you are faced with a crisis, you hit bottom, whatever
your bottom is. My bottomwas being embarrassed	
   in	
  front of my family because I was eating like a dog. I needed	
   to do
something.

The trips to the physician were grueling because it was a two hour trip every two weeks for 5 years. One of my parents 
would have to take the day off from work This was not just an individual crisis, it was a family crisis. Going through the
physiotherapy, the only choice I made was to answer the question, “Where would you like to go for lunch Amye?” And,
there is nothing like being at home by yourself for eight hours a day to realize that you’ve got to do something.

I realized	
   that I had	
  not been	
  asking the right kinds of questions. The first time I began	
   to ask questions was to my
rheumatologist, “How come you never ask me if I want	
   to get	
  out	
  of this wheelchair?” It	
  was simple. It	
  wasn’t	
  about	
  
disease. It wasn’t about my condition. It was about something very tangible and real for me. I expected me to get out of a
wheelchair. I expected the doctors to knowwhat it would take to get me out of a wheelchair. The visits every two weeks 
never addressed that. No one	
  ever asked me what I would like; what my preferences, needs were, and	
  what I wanted	
   to
know more about in	
  order to better handle this. It was truly top down as it is and continues to be in an Asian family. I was 
shocked that his response was that he opened eyes and took a step back. I realized by his response that he had no idea
what	
  my goals were. So, realizing that	
  it	
  was time to speak up I asked, “Well, that’s my goal. Now, what	
  will it	
  take to get	
  
me out of a wheelchair?” And he replied, “It’s going to take a lot of joint replacements.” Not knowing what that meant, I	
  
said, “Sure, where do I start? And	
  he replied, “Well, I’m going to put you	
  in	
   touch	
  with	
  someone.” Thus began	
   the
rebuilding of Amye. Twenty-­‐six surgeries, sixteen	
   joint replacements later, and	
  possibly two on	
  the way. 
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I sha re that pa rt of the story with	
   y ou	
  bec ause it has been	
  ev olutionary f or me. I n	
  m any other patients’ c ase it’s absolutely rev olutionary . This slide is m y perspec tiv e tha t I ’m g iv ing 
y ou	
   inf orm ed	
  by deep	
  health	
  c risis, inform ed	
   by f iv e y ea rs in	
  a wheelc ha ir a nd	
  297 day s in	
  hospitals, a nd	
  on	
  S oc ialS ec urity D isability for y ea rs. I had the g umption towrite to S oc ial	
  
S ec urity D isa bility to I think y ou	
  should	
   stop	
  pa y ing m e that little stipend	
   y ou	
  g iv e m e bec ause I think I c a n	
  do this on	
  m y own	
  now whic h	
   m ea nt c re ate a life	
   for myself, c reate	
  a
produc tiv e lif e, bec om e a tax pay ing c itizen ag ain. 

Joint replac em ent surgeries help. Unf ortunately , the m edic a tions were inef fec tiv e and	
   then	
  I lost m y hair a nd	
  m y sense of taste. There	
  were	
  all k inds of side	
   effec tsand adverse	
  
rea c tions that ha ppened	
   a long the way . When	
   it bec am e rev olutionary f orm e was when	
   I realized	
   that the m edic al people I had	
   entrusted my life too were not listening to me. 
Absolutely not listening to m e. I t’s true a c ross all therapeutic area s bec ause unf ortunately our hea lthc a re prof essiona ls as m uc h aswe patients love  them  bec  ause  our life is
dependent upon	
   them , don’t a sk us the rig ht questions. Now, if one c ould sa y to	
  m e, “ I want y ou to	
   tell mewhat	
   the tenmost	
  questions are that	
  I ought	
   to be asking you in the nex t	
  
v isit, or ov er the c ourse of the nex t m onth. D o	
  y ou think y ou c ould do	
   that f or m e? I t took m e a long tim e to	
  learn tha t. Would a n	
  ev olv ing eng a g ed	
  patient want to do this? Probably 
with help, with help of a nother peer to better understand the im plic a tions. 

We do not hav e this disease a lone. We ha v e our f am ilies, our f riends who help	
  us out a nd	
  giv e us feedbac k . We hav e the I nternet. We hav e our health	
  prof essiona ls and	
  our health	
  
professional friends. And	
  we hav e whatev er we c an	
  g lean	
   from TV, radio and	
  other m edia. We’re all talk ing about the k inds of c om m on	
  thing s we should	
   k now, just lik e washing our 
hands; sim ple thing s lik e the basic c are of our body . Yet it’s not taught a ny where. 

I  had the  great opportunity  of  working  with Dr.  C.  Everett  Koop when he  was Surgeon General.  That  was at a time when the c  onc  ept of self -­‐help	
   was not ev en	
  a c a teg ory on	
  
book shelv es. D r. Kop	
  held	
  a national f orum on	
  self -­‐help	
   a nd	
  public health	
  a nd broug ht in	
   stak eholder lea ders f rom m any dif ferent areas, inc luding the Americ an H ospital	
  Assoc iation,
Americ an	
  Medic al Assoc iation, funders, f ounda tions, self -­‐helpers them selv es, org a niza tions, and	
  pa y ers to c om e up with	
  v ery spec if ic rec om m endations that he and his off ic e c ould
use. The	
  rec ommendations were	
   prioritized using the	
  D elphi proc ess over the	
   two-­‐and-­‐a-­‐half day forum . I ha d	
   the g ood	
   f ortune to be selec ted as the self-­‐helper and	
  sa t with	
  D r. 
Koop	
  on	
   the m edia panel. F rom that f orum he and	
   I g ot to k now one another v ery well. I was inv ited, bec ause of m y ba c k g round	
   in	
  org a niza tiona l dev elopm ent to help	
  dev elop	
  an	
  
adv isory c ounc il	
  on self -­‐help	
   a nd	
  public health	
   to the S urg eon	
   G enera l’s of fic e. And	
  af ter doing our rev iew of what wa s g oing on politic ally and every other way, we	
  suggested that D r. 
Koop	
  do a public serv ic e announc em ent, tobeg in	
   to get inf orm ation	
   to the public about self -­‐help and that there was plac e togo to g et help, no m a tter y our c ondition. I n	
  those day s
the F edera l g ov ernm ent wa s f unding self -­‐help	
   c learing houses. Pa tient adv oc ac y groups had	
  hug e reserv oirs of inf orm ation	
   but no one  really  knew where to go for a variety  of  
dif ferent thing s. S owe c ra fted	
  a 30-­‐sec ond	
  public serv ic e announc em ent for him to utilize and	
  put up. I t got wide public ity . There was an 800-­‐num ber tha t any body c ould	
  c a ll to g et 
inf orm ation about the plac e tha t was c losest to them . And it began to galv a nize the Am eric a n public ’s understa nding about the sim ple c onc ept of self -­‐help. I ’v e been	
   fortuna te 
enoug h	
   to be a pa rt of that polic y m ak ing and	
   implementation	
   of the role of leaders, thought leaders, rec og niza ble personalities, rec ognizable ex perts in that field. So I dobelieve we
a re at a big g er c rossroads benef iting patient-­‐c entered	
   c are and	
   the dissem inators and	
   the orig inators of researc h	
   in	
   the area of patient-­‐c entered c are. 

We were talk ing about tec hnolog y . Ma ny of y ou	
  ha v e been	
  on	
  N I H study sec tions, I don't k now about y ou	
  but ev ery c linic al tria l g rant review that we’ve  had to look  at has been about  
the development of an app. We’re talk ing about biomedic al researc h whic h is amazing tome. Researc hers want to go to where the people	
   are. People	
   are	
  on their smartphones. How
c a n	
  we use that to tak e blood	
   pressures, tom onitor y our A1c , how to m onitor all diff erent k inds of aspec ts f orm e asa f lare,	
  how do I k now when	
   I ’v e just done too m uc h. D id	
  I tak e 
m y m edic ations? I c an’t rem em ber. I tak e so m a ny of them . When	
  am I nex t due to g et a ref ill on	
   tha t? I ’d	
  lik e to be rem inde d	
   a swe talked about earlier. But I ’d like me to remind me 
or I  ’d like  someone  to prompt me and then I  c  anput it in my  own devic  e so that I  ’m  the manager of  my  c  are.  Our tec  hnology  c  om pa nies are  c  homping  at the  bit.  Google has just  
pa rtnered	
   with	
  Cisc o, I believ e, in	
  dev eloping those k inds of thing s. S oy ou’re g oing to see big na m e c om panies m erg ing tec hnolog y with	
  sc ienc e and	
  m edic al tools. I n	
  addition,
patients are say ing “ I ’v e got a v oic e. I c anhav e a louder v oic e. You m ean, I c an talk to y ouabout researc h? ” I ’v e been	
   inv olv ed with a g roup at the interna tiona l lev el c alled OMERACT,
“ Outc om es Measures in	
  Rheum a tolog y ,” sinc e 2002. We patients meet	
  with researc hers from around the world. F org et the c ultural part of just one c ountry ov er another; we’re 
talk ing about multina tiona l	
   c ountries! We’re also talk ing m ultinational	
   m usc ulosk eletal	
   projec ts that are m ultidisc iplinary – the rheum atolog ist, orthopedic surgeon, oc c upational
therapists, phy sic al	
   therapists, nurse prac titioners, nutritionists -­‐ the whole g roup. I t’s a beautif ul nex us. 

There are fac ilitators topatient	
   engagement	
  and those fac ilitators are the advoc ac y groups. But	
   there does not	
  ex ist	
  at	
   this point in tim e a way to train a pa tient to bec om e a n
adv oc ate, anadv oc ate tobec ome anadv oc ate leader, or an advoc ate leader tobec ome anengaged researc h partner. Nor is there a way to train patient, adv oc ate leader, or a
pa tient adv oc ate lea der to bec om e a researc h	
  partner. There a re c ore things a bout patient eng a g em ent, about inv olv ing y ourself , the fam ily , inv olv ing people with low health litera c y ,
people f rom div erse bac k g rounds. There are opportunities but there’s also c halleng es and I  look  forward to talking  with you about them . 
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Thank you!
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