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Lens  3:    Health  Literacy




h"ps://www.ahrq.gov/professionals/preven4on-­‐chronic-­‐care/improve/self-­‐mgmt/pemat/index.html	
  

PEMAT  
Pa:ent  Educa:on  Materials  Assessment  Tool




h"ps://health.gov/communica4on/literacy/
BPH-­‐HealthLiterateApps.pdf	
  



National  Library  of  Medicine  (NLM)


h"p://www.healthliteracypromo4on.com/Beginnings-­‐Guides.html	
  



AHRQ    
Health  Literacy  Tools  for  Use  in  Pharmacies


The	
  Agency	
  for	
  Healthcare	
  Research	
  and	
  Quality	
  (AHRQ)	
  has	
  
developed	
  six	
  health	
  literacy	
  tools	
  for	
  pharmacy:	
  

•  Pharmacy	
  Health	
  Literacy	
  Assessment	
  Tool	
  &	
  User's	
  Guide.	
  
•  Training	
  Program	
  for	
  Pharmacy	
  Staff	
  on	
  Communica4on.	
  
•  Guide	
  on	
  How	
  To	
  Create	
  a	
  Pill	
  Card.	
  
•  Telephone	
  Reminder	
  Tool	
  To	
  Help	
  Refill	
  Medicines	
  On	
  Time.	
  
•  Explicit	
  and	
  Standardized	
  Prescrip4on	
  Medicine	
  Instruc4ons.	
  
•  How	
  to	
  Conduct	
  a	
  Postdischarge	
  Followup	
  Phone	
  Call	
  
•  Health	
  literacy	
  tools	
  to	
  improve	
  communica4on	
  for	
  providers	
  of	
  medica4on	
  
therapy	
  management	
  

• Want	
  to	
  learn	
  more	
  about	
  these	
  tools?	
  Go	
  to:	
  AHRQ	
  Tools	
  



h"ps://www.ahrq.gov/sites/default/files/
publica4ons/files/pharmlit.pdf	
  







h"p://www.vizhealth.org/	
  



h"p://www.vizhealth.org/using/	
  



h"p://www.vizhealth.org/gallery/	
  



Lens  4:    Interoperability  and  Usability

Interoperability	
  means	
  the	
  ability	
  of	
  health	
  informa4on	
  systems	
  to	
  work	
  together	
  
within	
  and	
  across	
  organiza4onal	
  boundaries	
  in	
  order	
  to	
  advance	
  the	
  effec4ve	
  
delivery	
  of	
  healthcare	
  for	
  individuals	
  and	
  communi4es.	
  
•  “Founda(onal”	
  interoperability	
  allows:	
  

•  data	
  exchange	
  from	
  one	
  informa4on	
  technology	
  system	
  to	
  be	
  received	
  by	
  another	
  and	
  
does	
  not	
  require	
  the	
  ability	
  for	
  the	
  receiving	
  informa4on	
  technology	
  system	
  to	
  
interpret	
  the	
  data	
  

•  “Structural”	
  interoperability	
  is:	
  
•  An	
  intermediate	
  level	
  that	
  defines	
  the	
  structure	
  or	
  format	
  of	
  data	
  exchange	
  (message	
  

format	
  standards)	
  	
  
•  To	
  ensure	
  uniform	
  movement	
  of	
  healthcare	
  data	
  from	
  one	
  system	
  to	
  another	
  such	
  that	
  

the	
  clinical	
  or	
  opera4onal	
  purpose	
  and	
  meaning	
  of	
  the	
  data	
  is	
  preserved	
  and	
  unaltered	
  
•  Defines	
  the	
  syntax	
  of	
  the	
  data	
  exchange	
  
•  Ensures	
  that	
  data	
  exchanges	
  between	
  informa4on	
  technology	
  systems	
  can	
  be	
  

interpreted	
  at	
  the	
  data	
  field	
  level	
  
•  “Seman(c”	
  interoperability	
  provides:	
  

•  Highest	
  level	
  interoperability,	
  which	
  is	
  the	
  ability	
  of	
  two	
  or	
  more	
  systems	
  or	
  elements	
  
to	
  exchange	
  informa4on	
  and	
  to	
  use	
  the	
  informa4on	
  that	
  has	
  been	
  exchanged	
  

•  Takes	
  advantage	
  of	
  both	
  the	
  structuring	
  of	
  the	
  data	
  exchange	
  and	
  the	
  codifica4on	
  of	
  
the	
  data	
  including	
  vocabulary	
  so	
  that	
  the	
  receiving	
  informa4on	
  technology	
  systems	
  can	
  
interpret	
  the	
  data	
  	
  

•  This	
  level	
  of	
  interoperability	
  supports	
  the	
  electronic	
  exchange	
  of	
  pa4ent	
  summary	
  
informa4on	
  among	
  caregivers	
  and	
  other	
  authorized	
  par4es	
  via	
  poten4ally	
  disparate	
  
electronic	
  health	
  record	
  (EHR)	
  systems	
  and	
  other	
  systems	
  to	
  improve	
  quality,	
  safety,	
  
efficiency,	
  and	
  efficacy	
  of	
  healthcare	
  delivery	
  

More	
  than	
  3000	
  
defini4ons	
  



h"ps://www.hl7.org/documentcenter/public_temp_5022FC4A-­‐1C23-­‐BA17-­‐0C5FABAFFA7EEABE/wg/mobile/Working%20group%20on
%20mHealth%20assessment%20guidelines%20(E03390)_HL7%20Founda4on_Frank%20Ploeg_v1%200%20X-­‐DRAFT.pdf	
  



Usabilty,  Design,  Interoperability  
Recent  Research


•  Georgsson,	
  Mahas.,	
  Staggers,	
  Nancy	
  .	
  “An	
  evalua4on	
  of	
  pa4ents’	
  experienced	
  usability	
  of	
  
a	
  diabetes	
  mHealth	
  system	
  using	
  a	
  mul4-­‐method	
  approach,”	
  Journal	
  of	
  Biomedical	
  
Informa4cs.	
  Volume	
  59,	
  February	
  2016,	
  Pages	
  115-­‐129.	
  	
  	
  Retrievable	
  at:	
  	
  
h"p://www.sciencedirect.com/science/ar4cle/pii/S1532046415002762	
  

•  Ashurst,	
  Emily	
  J.	
  and	
  Jones,	
  Ray	
  B.	
  	
  “Is	
  the	
  Health	
  App	
  Challenge	
  approach	
  of	
  pa4ent-­‐led	
  
applica4on	
  concep4on,	
  development,	
  and	
  review	
  worthwhile?”	
  Health	
  Policy	
  and	
  
Technology	
  (2017)	
  6,	
  83–92.	
  	
  Retrievable	
  at:	
  
h"p://www.sciencedirect.com/science/ar4cle/pii/S2211883716300909#t0020	
  

•  “Challenges	
  in	
  Assessing	
  Mobile	
  Health	
  App	
  Quality:	
  A	
  Systema4c	
  Review	
  of	
  Prevalent	
  and	
  
Innova4ve	
  Methods,”	
  American	
  Journal	
  of	
  Preven4ve	
  Medicine,	
  Volume	
  51,	
  Issue	
  6,	
  
December	
  2016,	
  Pages	
  1051-­‐1059.	
  	
  Retrievable	
  at:	
  	
  
h"p://www.sciencedirect.com/science/ar4cle/pii/S0749379716302574	
  

•  Schnall,	
  Rebecca.,	
  Bakken,	
  Sue.,	
  et.	
  al.	
  	
  “Usability	
  Evalua4on	
  of	
  a	
  Prototype	
  Mobile	
  App	
  for	
  
Health	
  Management	
  for	
  Persons	
  Living	
  with	
  HIV,	
  ”	
  	
  Student	
  Health	
  Technology	
  Informa4cs,	
  
2016,	
  225:	
  	
  481-­‐5.	
  



Usabilty,  Design,  Interoperability  
Recent  Research,  2

•  Schnall,	
  Rebecca.,	
  Rojas,	
  Marlene.,	
  Bakken,	
  Suzanne.,	
  Brown,	
  William.,	
  Carballo-­‐Dieguez,	
  
Alex.,	
  Carry,	
  Monique.,	
  Deborah	
  Gelauded,	
  Deborah.,	
  Pa"erson	
  Mosley,	
  Jocelyn.,	
  and	
  
Travers,	
  Jasmine.	
  	
  “A	
  user-­‐centered	
  model	
  for	
  designing	
  consumer	
  mobile	
  health	
  
(mHealth)	
  applica4ons	
  (apps),”	
  Journal	
  of	
  Biomedical	
  Informa4cs,	
  Volume	
  60,	
  April	
  2016,	
  
Pages	
  243-­‐251.	
  	
  Retrievable	
  at:	
  	
  
h"p://www.sciencedirect.com/science/ar4cle/pii/S1532046416000241	
  

•  McMillan,	
  Brian.,	
  Hickey,	
  Eamonn.,	
  Patelb,	
  Mahendra	
  G.,	
  and	
  Mitchell,	
  Caroline.	
  “Quality	
  
assessment	
  of	
  a	
  sample	
  of	
  mobile	
  app-­‐based	
  health	
  behavior	
  change	
  interven4ons	
  using	
  a	
  
tool	
  based	
  on	
  the	
  Na4onal	
  Ins4tute	
  of	
  Health	
  and	
  Care	
  Excellence	
  behavior	
  change	
  
guidance,”Pa4ent	
  Educa4on	
  and	
  Counseling.	
  Vol.99	
  Issue	
  3,	
  March	
  2016,	
  pp429-­‐435.	
  
h"ps://doi.org/10.1016/j.pec.2015.10.023	
  	
  Retrievable	
  at:	
  
h"p://eprints.whiterose.ac.uk/91906/3/Quality%20assessment.pdf	
  

•  Brown	
  III,	
  William.,	
  Yen,	
  Po-­‐Yin.,	
  Rojas,	
  Marlene.,	
  Schnall,	
  Rebecca	
  	
  d”Assessment	
  of	
  the	
  
Health	
  IT	
  Usability	
  Evalua4on	
  Model	
  (Health-­‐ITUEM)	
  for	
  evalua4ng	
  mobile	
  health	
  
(mHealth)	
  technology,”	
  	
  	
  	
  Journal	
  of	
  Biomedical	
  Informa4cs.	
  	
  2013	
  Dec;	
  46(6):1080-­‐7.	
  doi:	
  
10.1016/j.jbi.2013.08.001.	
  Epub	
  2013	
  Aug	
  23.	
  	
  	
  Retrievable	
  at:	
  	
  
h"ps://www.ncbi.nlm.nih.gov/pubmed/23973872	
  



Usability  Tes:ng    
with  Think  Aloud  Protocol


Think	
  Aloud	
  is	
  a	
  usability	
  assessment	
  method	
  commonly	
  employed	
  to	
  determine	
  users’	
  thoughts	
  and	
  opinions	
  
while	
  they	
  perform	
  a	
  list	
  of	
  specified	
  tasks	
  with	
  a	
  system.	
  	
  

•  Originated	
  in	
  1984	
  in	
  psychology	
  (Simon	
  and	
  Ericsson);	
  Rev	
  in	
  1993,	
  well	
  established	
  within	
  the	
  Human	
  
Factors	
  field.	
  

Asks	
  users	
  to	
  talk	
  aloud	
  during	
  their	
  interac(ons,	
  to	
  express	
  their	
  reac4ons	
  and	
  thinking	
  and	
  to	
  explain	
  what	
  
they	
  are	
  doing	
  as	
  they	
  perform	
  specific,	
  representa4ve	
  tasks.	
  

•  Data	
  is	
  audio-­‐	
  and/or	
  video-­‐recorded	
  and/or	
  an	
  observer	
  takes	
  thorough,	
  wri"en	
  notes	
  	
  
•  Minimal	
  interven4on	
  from	
  the	
  tester	
  assures	
  users’	
  thought	
  processes	
  are	
  not	
  interrupted	
  except	
  to	
  
remind	
  them	
  to	
  keep	
  talking.	
  	
  	
  

•  The	
  focus	
  is	
  on	
  understanding	
  users’	
  decision	
  making	
  processes	
  and	
  on	
  how	
  users	
  experience	
  the	
  system	
  
in	
  their	
  own	
  words	
  

•  Because	
  the	
  method	
  provides	
  extensive,	
  detailed	
  data,	
  only	
  a	
  small	
  sample	
  of	
  five	
  to	
  eight	
  users	
  is	
  
needed	
  in	
  usability	
  tes4ng	
  to	
  detect	
  80–85%	
  of	
  usability	
  problems,	
  	
  to	
  gain	
  a	
  thorough	
  understanding	
  of	
  
task	
  behavior	
  and	
  to	
  iden4fy	
  the	
  main	
  usability	
  problems	
  	
  

Tes(ng	
  recommenda(ons:	
  

•  Representa4ve	
  tasks	
  for	
  the	
  specific	
  domain	
  are	
  also	
  essen4al,	
  and	
  they	
  should	
  be	
  as	
  realis4c	
  as	
  possible	
  	
  
•  Conduct	
  in	
  the	
  actual	
  user’s	
  context	
  or	
  one	
  as	
  close	
  to	
  the	
  natural	
  environment	
  as	
  possible	
  	
  
Georgsson,	
  Mahas.,	
  Staggers,	
  Nancy	
  .	
  “An	
  evalua4on	
  of	
  pa4ents’	
  experienced	
  usability	
  of	
  a	
  diabetes	
  mHealth	
  system	
  using	
  a	
  

mul4-­‐method	
  approach,”	
  Journal	
  of	
  Biomedical	
  Informa4cs.	
  Volume	
  59,	
  February	
  2016,	
  Pages	
  115-­‐129.	
  	
  



Georgsson,	
  Mahas.,	
  Staggers,	
  Nancy	
  .	
  “An	
  evalua4on	
  of	
  pa4ents’	
  experienced	
  usability	
  of	
  a	
  diabetes	
  mHealth	
  system	
  using	
  a	
  mul4-­‐

method	
  approach,”	
  Journal	
  of	
  Biomedical	
  Informa4cs.	
  Volume	
  59,	
  February	
  2016,	
  Pages	
  115-­‐129.	
  	
  

Think  Aloud  Protocol




17	
  m-­‐health	
  apps	
  (out	
  of	
  
2646)	
  met	
  inclusion	
  
criteria	
  for	
  mHealth	
  apps	
  
for	
  HAI	
  preven4on	
  
	
  
Given	
  the	
  dearth	
  of	
  
available	
  apps,	
  the	
  lack	
  
of	
  func4onality	
  within	
  
the	
  apps,	
  there	
  is	
  a	
  need	
  
for	
  further	
  development	
  
of	
  apps	
  for	
  HAI	
  
preven4on	
  at	
  the	
  point	
  
of	
  care.	
  



Schnall,  et.  al  
A  user-­‐centered  model  for  designing  consumer  mobile  health  
(mHealth)  applica:ons  (apps)


Schnall,	
  Rebecca.,	
  Rojas,	
  Marlene.,	
  Bakken,	
  Suzanne.,	
  Brown,	
  William.,	
  Carballo-­‐Dieguez,	
  Alex.,	
  Carry,	
  Monique.,	
  Deborah	
  
Gelauded,	
  Deborah.,	
  Pa"erson	
  Mosley,	
  Jocelyn.,	
  and	
  Travers,	
  Jasmine.	
  	
  “A	
  user-­‐centered	
  model	
  for	
  designing	
  consumer	
  
mobile	
  health	
  (mHealth)	
  applica4ons	
  (apps),”	
  Journal	
  of	
  Biomedical	
  Informa4cs,	
  Volume	
  60,	
  April	
  2016,	
  Pages	
  243-­‐251	
  



NICE  Behavior  Change  Guidance


NICE	
  health	
  behavior	
  change	
  guidance	
  can	
  be	
  adapted	
  to	
  quality	
  assess	
  mobile	
  apps.	
  
•  9	
  themes	
  relevant	
  to	
  app	
  quality	
  assessment	
  were	
  iden4fied	
  from	
  the	
  NICE	
  guidance:	
  

1.  Purpose	
  of	
  the	
  app	
  

2.  Planning	
  and	
  development	
  

3.  Usability	
  

4.  Ini4al	
  assessment	
  and	
  tailoring	
  
5.  Behavior	
  change	
  techniques	
  (BCT)	
  

6.  Behavioral	
  maintenance	
  and	
  relapse	
  preven4on	
  

7.  Evalua4on	
  

8.  Documenta4on	
  

9.  Data	
  protec4on	
  
•  The	
  purpose	
  of	
  the	
  mobile	
  health	
  behavior	
  change	
  apps	
  sampled	
  was	
  clear	
  overall.	
  

•  There	
  was	
  poor	
  evidence	
  for	
  user	
  and	
  professional	
  input,	
  usability,	
  and	
  tailoring.	
  

•  This	
  tool	
  lays	
  the	
  groundwork	
  for	
  a	
  mobile	
  app	
  quality	
  assessment	
  framework.	
  





Lens  5:    Connected  Health  +  Care  
Integra:ng  Care  across  SeVngs  2.0


•  Face	
  to	
  face	
  tradi4onal	
  care	
  
• Virtual	
  Visits	
  

•  E-­‐mail	
  
•  Video	
  
•  Combina4on	
  

• Remote	
  Pa4ent	
  Monitoring	
  (RPM)	
  
•  Tele-­‐health	
  
•  Tele-­‐therapies	
  
• Avatars	
  
• Virtual	
  Reality,	
  Augmented	
  Reality	
  
• Amazon	
  Echo	
  
•  Individual,	
  Group,	
  Family,	
  Neighborhood	
  Visits	
  and	
  Tools	
  

Increasing	
  needs	
  for	
  
cross-­‐cuhng	
  and	
  	
  
Integrated	
  Pa4ent	
  

Educa4on	
  



One  example:      
RPM  With  Vivify  Health




Vivify  Health    
Kit  Contents


4-­‐G	
  Wireless	
  Tablet	
  	
   Pulse	
  Oximeter	
  	
  Blood	
  Pressure	
  Monitor	
  Weight	
  Scale	
  

Tablet	
  Stand	
  
Power	
  Cord	
  &	
  Adapter	
  

Pa4ent	
  	
  
User	
  Guide	
  

Glucometer	
  &	
  	
  
Glucose	
  Meter	
  Adapter	
  

Quick	
  Start	
  
Guide	
  

Thermometer	
  



Objec:ve  4

Share	
  best	
  prac4ces	
  in	
  your	
  sehngs	
  to	
  deepen	
  partnership	
  with	
  others	
  -­‐-­‐	
  including	
  
pa4ents,	
  communi4es	
  &	
  HIT	
  partners.	
  



Deepening  Partnership    
with  Pa:ents,  Communi:es  &  HIT  Partners


Small	
  Group	
  Exercise:	
  Circle	
  in	
  groups	
  of	
  3-­‐4	
  

Round	
  One:	
  	
  
Describe	
  a	
  recent	
  technology-­‐enabled	
  development	
  experience	
  where	
  you	
  successfully	
  partnered	
  
with	
  your	
  HIT	
  colleagues	
  to	
  bring	
  the	
  voice	
  of	
  pa4ents	
  and	
  pa4ent	
  communi4es	
  to	
  the	
  pa4ent	
  
educa4on	
  table?	
  

•  What	
  facilitated	
  success?	
  	
  What	
  barriers/hurdles	
  need	
  to	
  be	
  overcome?	
  
	
  

Round	
  Two:	
  	
  	
  
Share	
  a	
  recent	
  success	
  with	
  a	
  technology-­‐enabled	
  pa4ent	
  educa4on	
  evalua4on.	
  	
  
•  Which	
  lenses	
  were	
  included?	
  	
  Which	
  were	
  most	
  helpful?	
  

•  Tradi4onal	
  m-­‐health,	
  Co-­‐produc4on,	
  Paient	
  Ac4va4on,	
  Health	
  Literacy,	
  Usability	
  and	
  
Interoperability,	
  Connected	
  Health	
  –	
  Connected	
  Care,	
  and	
  Others?	
  

•  What	
  key	
  learnings	
  you	
  will	
  take	
  forward	
  to	
  other	
  efforts?	
  
	
  

	
  



Objec:ve  5

An4cipate	
  future	
  trends	
  to	
  guide	
  capacity	
  building	
  within	
  this	
  community.	
  



Are  We  Prepared?


“The	
  future	
  of	
  mobile,	
  smart	
  
and	
  connected	
  health	
  

innovaAons	
  are	
  predicted	
  to	
  
come	
  sooner	
  than	
  our	
  
ecosystem	
  of	
  care,	
  

infrastructure	
  and	
  health	
  
policy	
  can	
  prepare	
  for.”	
  

Susan	
  C.	
  Hull,	
  Chapter	
  17,	
  p.	
  	
  

Hull,	
  S.C.	
  “Connected	
  and	
  Mobile	
  Health’s	
  Promise	
  for	
  the	
  Triple	
  Aim,”	
  chapter	
  17,	
  379-­‐410,	
  in	
  Mastering	
  
Informa4cs:	
  A	
  Healthcare	
  Handbook	
  for	
  Success,	
  [edited	
  by]	
  Patricia	
  Sengstack,	
  Charles	
  Boicey,	
  2015.	
  



Circa  Late  90’S    
P4  Medicine


•  Leroy	
  Hood	
  (2010),	
  
well	
  known	
  as	
  the	
  
inventor	
  of	
  the	
  first	
  
automated	
  DNA-­‐
sequencing	
  machine	
  
and	
  founder	
  of	
  the	
  
Biology	
  Systems	
  
Ins4tute	
  at	
  
University	
  of	
  
Washington,	
  and	
  for	
  
his	
  work	
  with	
  the	
  
Ohio	
  State	
  
University	
  Idea	
  
Studio,	
  is	
  credited	
  
for	
  his	
  defini4on	
  in	
  
the	
  late	
  1990s	
  of	
  P4	
  
Medicine	
  

Predic(on:	
  	
  
Using	
  two	
  new	
  sources	
  of	
  health-­‐related	
  diagnos4c	
  data—gene4c	
  makeup	
  and	
  protein	
  
biomarkers—care	
  providers	
  can	
  generate	
  comprehensive	
  predic4ons	
  about	
  a	
  pa4ent’s	
  
health	
  future,	
  including	
  the	
  current	
  effects	
  of	
  any	
  abnormal	
  genes	
  and	
  the	
  current	
  
reac4ons	
  to	
  any	
  environmental	
  toxins	
  or	
  infec4ous	
  pathogens.	
  

Personaliza(on:	
  	
  

Understanding	
  each	
  individual’s	
  gene4c	
  makeup	
  and	
  differences	
  is	
  suppor4ng	
  new	
  
approaches	
  to	
  personaliza4on	
  of	
  care.	
  On	
  average,	
  each	
  human	
  differs	
  from	
  another	
  by	
  
less	
  than	
  1%	
  of	
  his	
  or	
  her	
  gene4c	
  makeup.	
  These	
  gene4c	
  differences	
  give	
  rise	
  to	
  our	
  
physical	
  differences,	
  including	
  our	
  poten4al	
  predisposi4on	
  to	
  various	
  diseases.	
  

Preven(on:	
  	
  

Approaches	
  based	
  on	
  each	
  individual’s	
  gene4c	
  makeup	
  and	
  current	
  blood	
  protein	
  markers	
  
will	
  help	
  us	
  determine	
  the	
  probability	
  of	
  an	
  individual	
  contrac4ng	
  certain	
  diseases,	
  as	
  well	
  
as	
  reveal	
  how	
  an	
  individual	
  may	
  respond	
  to	
  various	
  treatments,	
  thereby	
  providing	
  guidance	
  
for	
  developing	
  customized	
  therapeu4c	
  drugs	
  and	
  other	
  preven4on	
  strategies.	
  

Par(cipa(on:	
  	
  

Because	
  of	
  predic4on,	
  personaliza4on,	
  and	
  preven4on,	
  Hood	
  predicted	
  that	
  pa4ents	
  will	
  
more	
  ac4vely	
  par(cipate	
  in	
  their	
  health	
  and	
  well-­‐being.	
  	
  

However,	
  par4cipatory	
  medicine	
  will	
  require	
  the	
  development	
  of	
  powerful	
  new	
  approaches	
  
for	
  securely	
  handling	
  enormous	
  amounts	
  of	
  personal	
  informa4on,	
  including	
  that	
  generated	
  
from	
  mHealth	
  solu4ons,	
  and	
  for	
  educating patients, physicians, nurses, and the entire 
collaborative care team.	
  

Hull,	
  S.C.	
  “Connected	
  and	
  Mobile	
  Health’s	
  Promise	
  for	
  the	
  Triple	
  Aim,”	
  chapter	
  17,	
  379-­‐410,	
  in	
  Mastering	
  
Informa4cs:	
  A	
  Healthcare	
  Handbook	
  for	
  Success,	
  [edited	
  by]	
  Patricia	
  Sengstack,	
  Charles	
  Boicey,	
  2015.	
  



Circa  2000


Congress	
  Recommenda(ons:	
  
1.  AMIA	
  take	
  an	
  ac4ve	
  leadership	
  role	
  in	
  

consumer	
  health	
  informa4cs.	
  	
  

2.  Specific	
  recommenda4ons	
  were	
  made	
  
concerning	
  research,	
  new	
  pa4ent	
  record	
  
systems,	
  provider	
  support,	
  informa4on	
  
access	
  and	
  evalua4on,	
  and	
  policy	
  and	
  
regula4on.	
  

	
  

“Consumer	
  Informa4cs	
  Suppor4ng	
  
Pa4ents	
  as	
  Co-­‐Producers	
  of	
  Quality”	
  	
  
at	
  the	
  AMIA	
  Spring	
  2000	
  Congress	
  

Key	
  themes:	
  
1.  Changes	
  in	
  roles	
  of	
  consumers	
  and	
  

providers	
  

2.  Support	
  for	
  a	
  pa4ent–provider–
informa4on	
  technology	
  partnership	
  

3.  Virtual,	
  not	
  physical,	
  structure	
  for	
  health	
  
care	
  and	
  health	
  care	
  informa4on	
  delivery	
  

4.  Health	
  care	
  as	
  an	
  integrated	
  part	
  of	
  each	
  
person's	
  life	
  

	
  



Circa  2012  
Re-­‐Classifying  Health  and  Pa:ent  Educa:on


Topol	
  (2012,	
  p.	
  229)	
  predicted	
  that:	
  
•  	
  “the	
  en4re	
  classifica4on	
  system	
  of	
  medical	
  
condi4ons	
  and	
  diagnosis	
  is	
  about	
  to	
  be	
  
rewri"en.”	
  	
  

•  Advances	
  in	
  understanding	
  systems	
  
biology,	
  gene4cs,	
  and	
  genomics	
  are	
  
bringing	
  new	
  tools	
  into	
  the	
  health	
  domain	
  
of	
  providers	
  and	
  pa4ents;	
  these	
  will	
  
combine	
  in	
  powerful	
  ways,	
  enabled	
  by	
  
mHealth	
  innova4on.	
  	
  

•  There	
  is	
  a	
  need	
  and	
  opportunity	
  for	
  
nursing	
  and	
  pa4ent	
  educators	
  exper4se	
  
to	
  join	
  and	
  develop	
  this	
  emerging	
  field.	
  



Codifying  the  Individualome  
Omics  and  the  Science  of  Individuality  (Topol  2012)


•  Today’s	
  healthcare	
  	
  is	
  rather	
  impersonalized	
  

•  “We	
  use	
  only	
  a	
  few	
  measurements	
  to	
  diagnose	
  disease	
  and	
  are	
  generally	
  unable	
  to	
  make	
  
fine	
  dis4nc4ons	
  among	
  individuals’	
  values,	
  beliefs,	
  preferences,	
  health	
  behaviors,	
  and	
  
determinants	
  of	
  health,	
  or	
  between	
  subtle	
  varia4ons	
  of	
  the	
  same	
  disease.”	
  

•  The	
  convergence	
  of	
  digital	
  health	
  tools	
  that	
  map	
  individual	
  differences	
  in	
  the	
  epigenomic	
  
markings,	
  bringing	
  a	
  window	
  into	
  understanding	
  how	
  every	
  organ	
  system	
  responds	
  with	
  the	
  
environment.	
  	
  

•  Many	
  of	
  these	
  scien4fic	
  breakthroughs	
  are	
  being	
  established	
  in	
  the	
  field	
  labeled	
  the	
  “-­‐omics”	
  	
  

•  Proteome:	
  for	
  proteins,	
  their	
  structures,	
  and	
  func4ons	
  

•  Transcriptome:	
  for	
  the	
  gene4c	
  material	
  transcribed	
  into	
  RNA	
  

•  Metabolome:	
  for	
  molecules	
  and	
  how	
  they	
  are	
  metabolized	
  in	
  our	
  bodies,	
  such	
  as	
  hormones	
  

•  Glycome:	
  for	
  sugars	
  

•  Lipidome:	
  for	
  lipids	
  

•  Interactome:	
  for	
  how	
  proteins	
  relate	
  to	
  one	
  another	
  

•  Exposome:	
  for	
  how	
  an	
  individual’s	
  environment	
  influences	
  their	
  health	
  

	
  



December  2016  
Why  APIs?
 Making	
  digital	
  health	
  data	
  useful	
  to	
  pa(ents	
  is	
  a	
  na(onal	
  priority—and	
  applica(on	
  

program	
  interface	
  technologies,	
  or	
  APIs,	
  are	
  needed	
  to	
  realize	
  this	
  goal.	
  	
  

•  API	
  technologies,	
  adopted	
  widely	
  in	
  banking	
  and	
  retail,	
  make	
  it	
  possible	
  to	
  move	
  
informa4on	
  easily	
  between	
  computer	
  systems	
  or	
  programs.	
  	
  

•  APIs	
  are	
  used	
  to	
  let	
  ATMs	
  connect	
  to	
  banks	
  and	
  airline	
  systems	
  to	
  connect	
  to	
  travel	
  
portals.	
  

•  APIs	
  have	
  the	
  poten4al	
  to	
  remove	
  many	
  barriers	
  to	
  the	
  sharing	
  of	
  health	
  informa4on	
  
between	
  providers,	
  pa4ents,	
  and	
  others	
  but	
  they	
  are	
  fairly	
  new	
  to	
  health	
  care.	
  

APIs	
  are	
  star(ng	
  to	
  enter	
  the	
  EHR	
  market	
  because	
  of	
  the	
  U.S.	
  government’s	
  Health	
  IT	
  
Cer(fica(on	
  Program	
  authorized	
  under	
  three	
  federal	
  laws:	
  	
  

•  the	
  Health	
  Informa4on	
  Technology	
  for	
  Economic	
  and	
  Clinical	
  Health	
  (HITECH)	
  Act,	
  	
  

•  the	
  Medicare	
  Access	
  and	
  CHIP	
  Reauthoriza4on	
  Act	
  of	
  2015	
  (MACRA)	
  

•  The	
  21st	
  Century	
  Cures	
  Act.	
  	
  

The	
  cer(fica(on	
  program	
  incen(vizes:	
  

•  The	
  exchange	
  of	
  interoperable	
  informa4on	
  between	
  EHRs	
  and	
  other	
  health	
  IT	
  
systems	
  such	
  as	
  apps,	
  pharmacy	
  systems,	
  or	
  laboratories.	
  	
  

•  APIs	
  for	
  EHRs	
  must	
  include	
  features	
  such	
  as	
  iden4ty	
  authen4ca4on	
  and	
  must	
  enable	
  
secure	
  exchange	
  of	
  digital	
  health	
  data	
  in	
  a	
  form	
  that	
  can	
  be	
  read	
  and	
  used	
  by	
  other	
  
computers	
  the	
  way	
  a	
  shopping	
  order	
  from	
  one	
  computer	
  can	
  be	
  verified	
  by	
  another.	
  	
  

Because	
  there	
  are	
  a	
  variety	
  of	
  dis4nct	
  EHRs	
  and	
  other	
  health	
  data	
  systems	
  that	
  must	
  
communicate	
  to	
  mobilize	
  health	
  data,	
  APIs	
  are	
  key	
  to	
  advancing	
  health	
  record	
  
interoperability.	
  

h"p://www.commonwealthfund.org/publica4ons/blog/2016/dec/making-­‐health-­‐data-­‐useful-­‐to-­‐pa4ents-­‐through-­‐open-­‐apis	
  



APIs  and  Consumer-­‐Directed    
Health  Informa:on  Exchange


• Unlike	
  provider	
  to	
  provider	
  health	
  informa4on	
  exchange,	
  provider	
  to	
  
consumer	
  health	
  informa4on	
  exchange	
  is	
  mandated	
  under	
  the	
  law	
  
therefore	
  helping	
  to	
  expedite	
  interoperability	
  

• Consumer-­‐directed	
  exchange	
  is	
  outside	
  of	
  HIPAA	
  and	
  therefore	
  not	
  
subject	
  to	
  the	
  same	
  privacy	
  and	
  security	
  rules	
  as	
  tradi4onal	
  provider	
  
to	
  provider	
  health	
  informa4on	
  exchange	
  

• Consumers	
  have	
  a	
  right	
  to	
  access	
  their	
  health	
  informa4on	
  any	
  4me	
  
and	
  for	
  any	
  reason.	
  	
  

• Any	
  barriers	
  for	
  consumers	
  to	
  access	
  their	
  data	
  (technical,	
  business,	
  
cultural,	
  policy	
  specific,	
  workflow-­‐related)	
  and	
  send	
  that	
  data	
  to	
  any	
  
third-­‐party	
  applica4on	
  of	
  their	
  choosing	
  should	
  be	
  defined	
  as	
  
informa(on	
  blocking	
  under	
  the	
  21st	
  Century	
  Cures	
  Act	
  



2017  Direc:ons  for  HHS  ONC  
Implemen:ng  the  21st  Century  Cures  Act


• Three	
  use	
  cases	
  related	
  and	
  the	
  development	
  of	
  a	
  common	
  
agreement	
  /	
  trust	
  framework:	
  
1.  Pa4ents	
  can	
  access	
  their	
  health	
  informa4on	
  electronically	
  without	
  any	
  

special	
  effort	
  
2.  Providers	
  and	
  organiza4ons	
  accountable	
  for	
  managing	
  the	
  health	
  of	
  

popula4ons	
  can	
  receive	
  necessary	
  and	
  appropriate	
  informa4on	
  on	
  a	
  group	
  
of	
  individuals	
  without	
  having	
  to	
  access	
  one	
  record	
  at	
  a	
  4me	
  (bulk	
  
accountability)	
  	
  

3.  The	
  health	
  informa4on	
  technology	
  (health	
  IT)	
  community	
  should	
  have	
  
open	
  and	
  accessible	
  applica4on	
  programming	
  interfaces	
  (APIs)	
  to	
  
encourage	
  entrepreneurial,	
  user-­‐focused	
  innova4on	
  to	
  make	
  health	
  
informa4on	
  more	
  accessible	
  and	
  to	
  improve	
  electronic	
  health	
  record	
  (EHR)	
  
usability	
  



h"p://journal.ahima.org/2017/07/20/ahima-­‐releases-­‐standardized-­‐pa4ent-­‐request-­‐for-­‐informa4on-­‐form/	
  



AHIMA  Recommenda:ons

•  Recommenda4ons	
  for	
  using	
  the	
  Pa4ent	
  Request	
  for	
  Health	
  Informa4on	
  
Model	
  Form	
  include:	
  

•  Organiza4ons	
  should	
  edit	
  the	
  form	
  based	
  on	
  system	
  capabili4es	
  as	
  well	
  as	
  
opera4onal	
  needs.	
  

•  Organiza4ons	
  should	
  read	
  and	
  understand	
  the	
  OCR	
  guidance,	
  45	
  CFR	
  
164.524(c)(3),	
  to	
  ensure	
  compliance.	
  

•  Organiza4ons	
  are	
  not	
  precluded	
  from	
  developing	
  their	
  own	
  internal	
  policies	
  
that	
  comply	
  with	
  the	
  OCR	
  guidance	
  as	
  long	
  as	
  they	
  do	
  not	
  create	
  barriers	
  to	
  
pa4ent	
  access.	
  For	
  example,	
  if	
  a	
  pa4ent	
  requests	
  health	
  informa4on	
  be	
  
transmi"ed	
  through	
  unsecured	
  e-­‐mail,	
  the	
  provider	
  should	
  comply.	
  

•  Logo,	
  barcode,	
  and	
  address	
  may	
  be	
  added	
  to	
  the	
  form	
  at	
  the	
  organiza4on’s	
  
discre4on.	
  

•  OCR	
  guidance	
  and	
  state	
  laws	
  should	
  be	
  consulted	
  when	
  developing	
  an	
  
organiza4on’s	
  fee	
  structure.	
  

•  For	
  more	
  informa4on	
  and	
  to	
  download	
  a	
  copy	
  of	
  the	
  form	
  visit:	
  
h"p://www.ahima.org/modelform.	
  



We	
  are	
  well	
  poised	
  to	
  advance	
  technology-­‐enabled	
  pa4ent	
  educa4on:	
  

1.  Follow	
  the	
  path	
  of	
  the	
  pa4ent	
  

2.  Catalyze	
  coproduc4on	
  with	
  pa4ents,	
  families	
  and	
  communi4es	
  

3.  Adopt	
  disrup4ve	
  and	
  big	
  data	
  technologies	
  to	
  personalize	
  and	
  
mass	
  customize	
  precision	
  care	
  and	
  educa4on	
  

4.  Advance	
  care	
  con4nuity	
  	
  and	
  collabora4ve	
  care	
  

5.  Visualize	
  descrip4ve,	
  predic4ve	
  and	
  prescrip4ve	
  analy4cs	
  

6.  Experience	
  wisdom	
  –	
  from	
  data,	
  informa4on	
  &	
  knowledge	
  	
  

Some  Predic:ons  –  In  Next  Decade…




Thank You!  
 
 

Closing Conversation 
 
 

Hull.susan.c@gmail.com 
@SusanCHull 


