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PART  1  slides



Objec1ves

1.  Describe	  advances	  in	  e-‐health	  interac3ve	  technology/tools	  making	  
the	  vision	  for	  connected	  health	  and	  connected	  care	  a	  reality.	  

2.  Explore	  models	  of	  coproduc3on	  to	  bring	  the	  voice	  of	  pa3ents	  and	  
pa3ent	  communi3es	  to	  the	  pa3ent	  educa3on	  table.	  

3.  Iden3fy	  five	  lenses	  	  for	  evalua3ng	  m-‐health	  pa3ent	  educa3on	  apps.	  

4.  Share	  best	  prac3ces	  in	  your	  seEngs	  to	  deepen	  partnership	  with	  
others	  -‐-‐	  including	  pa3ents,	  communi3es	  &	  HIT	  partners.	  

5.  An3cipate	  future	  trends	  to	  guide	  capacity	  building	  in	  NEAC	  
community.	  



Objec1ve  1
Describe	  advances	  in	  e-‐health	  interac3ve	  technology/tools	  making	  the	  vision	  for	  
connected	  health	  and	  connected	  care	  a	  reality.	  



From  EHRs
To  Connected  Health  Ecosystems

hOps://www.healthit.gov/pa3ents-‐families/electronic-‐health-‐records-‐infographic	  



hOps://www.healthit.gov/sites/default/files/infographics/value-‐consumer-‐access-‐and-‐use-‐online-‐health-‐records.pdf	  



hOps://www.healthit.gov/sites/default/files/infographics/value-‐consumer-‐access-‐and-‐use-‐online-‐health-‐records.pdf	  



Co-‐Crea1ng  Value    
with  Pa1ents,  Carers  and  Communi1es

Shifting the culture, place and cost of care 

 
“We need a digital health 

information platform, 
data model and 

infrastructure that is 
person-centric rather 

than institutional- 
centric.”   

 
Karen DeSalvo, ONC Annual 

Meeting, February 2, 2015 



Policy  Advocacy:  Person  at  the  Center

Author:	  Accenture	  Federal	  Services	  
Posted:	  January	  10,	  2017	  

Available	  at:	  hOps://www.healthit.gov/sites/default/files/DraV_White_Paper_PGHD_Policy_Framework.pdf	  	  



Voices  of  Pa1ents  Gaining  Strength

Breast	  Cancer	  Journey:	  Revealing	  the	  Importance	  of	  EHRs	  

“Pa3ents	  share	  responsibility	  for	  their	  
own	  health	  care.”	  

AMA	  Code	  of	  Medical	  Ethics	  

“Pa3ents	  can	  help.	  We	  can	  be	  a	  second	  
set	  of	  eyes	  on	  our	  medical	  record.”	  

Dave	  DeBronkart	  (ePa3ent	  Dave	  



“Click	  here	  to	  download	  my	  brain	  tumor”	  
“I	  want	  to	  open	  source	  my	  health	  data”	  

hOps://www.youtube.com/watch?v=-‐L-‐WFukOARU	  

hOp://stevenkea3ng.info/main.html	  

Consumers  Harnessing  Power  of  Open  Data  








  
Developing  Trust  for  eHealth  Data  



•  A	  consumer-‐lead	  na3onal	  campaign	  to	  help	  pa3ents	  request	  their	  
electronic	  health	  data	  and	  report	  on	  experiences	  in	  the	  real	  world	  

•  Advocates	  for	  changes	  that	  enable	  consumer	  health	  data	  download	  and	  
use	  become	  the	  norm	  

•  Coordinated	  by	  the	  Na3onal	  Partnership	  for	  Women	  and	  Families	  

•  in	  collabora3on	  with	  health,	  consumer,	  technology	  groups	  and	  individual	  
advocates	  and	  experts	  

•  First	  year	  funded	  by	  Robert	  Wood	  Johnson	  Founda3on	  and	  individual	  
donors	  

•  July	  4,	  2015	  “Data	  Independence	  Day”	  



Resources  and  Toolkits
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Adop1on  of  PGHD  For  Research  and  Care

16	  

A	  complex	  web	  of	  
technical	  and	  
cultural	  challenges	  
may	  impede	  
successful	  capture,	  
use,	  and	  sharing	  of	  
PGHD	  in	  and	  
across	  research	  
and	  care	  delivery	  
seEngs	  

Unclear,	  
inconsistent,	  or	  
missing	  privacy	  
and	  security	  
policies	  

Data	  accuracy	  
from	  consumer-‐
grade	  devices	  

Lack	  of	  a	  
consistent	  

business	  case	  

Pa3ent	  health,	  
technology,	  and	  

language	  
literacy	  

User	  
authen3ca3on,	  

data	  
interoperability

,	  and	  data	  
provenance	  

Lack	  of	  a	  culture	  
that	  

understands	  
and	  values	  

PGHD	  use	  and	  
sharing	  

Integra3on	  of	  
PGHD	  into	  
clinical	  and	  
research	  
workflows	  



ONC  Consumer  Health    
Data  Aggregator  Challenge  Winners  

Enable	  consumers	  to	  easily	  and	  electronically	  access	  and	  securely	  
integrate	  their	  health	  data	  from	  different	  health	  care	  providers	  using	  a	  
variety	  of	  different	  health	  IT	  systems	  

•  First	  Place:	  	  Pa>ent	  Link	  Enterprises,	  MyLinks	  ($50K)	  

•  Cloud-‐based	  applica3on	  using	  FHIR®	  and	  Direct	  messaging	  	  

•  Interac3ve	  plajorm	  that	  allows	  pa3ents	  to	  download	  their	  medical	  
records	  from	  all	  their	  health	  providers,	  transmit	  their	  records,	  plus	  
link	  to	  researchers,	  pharmacists,	  care-‐givers,	  family	  and	  friends	  

•  Second	  Place:	  	  Green	  Circle	  Health	  ($25K)	  
•  Applica3on	  uses	  FHIR®	  to	  import	  pa3ent	  data	  into	  a	  plajorm	  	  

•  Integra3ng	  a	  comprehensive	  family	  health	  dashboard	  that	  includes	  
personal	  and	  medical	  device	  data,	  remote	  monitoring,	  and	  
reminders.	  

•  Honorable	  Men>on:	  	  1upHealth	  

January	  12,	  2017	  

January 12, 2017"



Green  Circle  Health  
Family  Health  Dashboard



To	  learn	  more	  visit	  iom.edu.ehrdomains2	  

Social  Determinants  of  Health  (SDOH)



Community  Rx  
Dr.  Stacy  Lindau’s  project,  a  University  of  Chicago  grant  funded  2012  CMMI  Award



Personalizing  
Preference  Sensi1ve  Pa1ent  Educa1on

• Can	  mobile	  technologies	  help?	  
• Personaliza3on	  and	  mass	  
customiza3on	  

• Preferences,	  needs	  and	  values	  
•  Learning	  styles	  
•  Sharing	  preferences	  
•  Carer	  circle	  iden3fica3on	  
•  Storage	  and	  devices	  
•  Privacy	  and	  security	  



mHealth  Apps  
Non-‐Adherence  to  Medica1on  Treatment
A	  recent	  IMS	  Ins3tute	  for	  Healthcare	  Informa3cs	  
report	  on	  Pa3ent	  Apps	  for	  Improved	  Healthcare	  
(Aiken	  &	  GauntleO,	  2013)	  demonstrates	  that	  the	  
following	  six	  disease	  areas	  account	  for	  $105	  billion	  
dollars	  annually	  in	  avoidable	  cost	  from	  non-‐
adherence	  to	  medica3on	  treatment:	  

•  Hypercholesterolemia,	  $44B	  
•  Diabetes,	  $24.6B	  
•  Hypertension,	  $18.6B	  
•  Osteoporosis,	  $15.5B	  
•  HIV,	  $1.8B	  
•  Conges3ve	  heart	  failure,	  $1B	  

IMS	  concludes	  that	  of	  
the	  nearly	  2,000	  
mHealth	  (apps)	  
related	  to	  specific	  
therapy	  areas,	  those	  
dedicated	  to	  chronic	  
condi3ons	  dominate.	  
	  
However,	  according	  to	  
the	  IMS	  study,	  the	  
focus	  of	  these	  apps	  is	  
not	  related	  to	  leading	  
causes	  of	  mortality	  or	  
non-‐adherence.	  

Hull,	  S.C.	  “Connected	  and	  Mobile	  Health’s	  Promise	  for	  the	  Triple	  Aim,”	  chapter	  17,	  379-‐410,	  in	  Mastering	  
Informa3cs:	  A	  Healthcare	  Handbook	  for	  Success,	  [edited	  by]	  Patricia	  Sengstack,	  Charles	  Boicey,	  2015.	  

50K	  apps	  
reported	  2013;	  
259K	  today	  



hOps://www.digitalcommerce360.com/2016/10/17/many-‐mobile-‐health-‐apps-‐consumer-‐interest-‐flags/	  

100,000	  new	  mobile	  health	  	  
apps	  developed	  in	  2016	  
	  
57%	  increase	  over	  2015.	  	  
	  
259,000	  health	  apps	  
globally	  available	  to	  
consumers	  
	  

Study	  by	  Research	  to	  
Guidance,	  health	  research	  

group	  
•  53%	  say	  their	  health	  apps	  generated	  fewer	  than	  5,000	  downloads	  
•  23%	  say	  their	  app	  generated	  between	  5,000	  and	  50,000	  downloads	  

•  only	  24%	  of	  health	  apps	  registered	  more	  than	  50,000	  downloads	  

•  56%	  developing	  apps	  aimed	  at	  chronically	  ill	  consumers	  	  

•  33%	  are	  aimed	  at	  consumers	  interested	  in	  health	  and	  fitness	  

58%	  of	  healthcare	  publisher	  use	  an	  applica3on	  program	  interface	  (API)	  
•  Apples	  HealthKit	  is	  the	  most	  popular	  API	  

•  With	  the	  users	  permission,	  this	  API	  lets	  other	  par3es	  feed	  informa3on	  to	  Apples	  health	  app,	  which	  comes	  pre-‐
loaded	  on	  iPhones.	  

•  The	  Health	  apps	  allows	  consumers	  to	  look	  at	  their	  data	  from	  mul3ple	  health	  apps	  in	  one	  place.	  



Objec1ve  2
Explore	  models	  of	  coproduc3on	  and	  design	  thinking	  to	  bring	  the	  voice	  of	  pa3ents	  
and	  pa3ent	  communi3es	  to	  the	  pa3ent	  educa3on	  table.	  



Coproduc1on

• Na3onal	  Health	  Service	  (NHS)	  
campaign,	  Co-‐Crea3ng	  Health	  
Ini3a3ve	  promoted	  self-‐	  
management	  

•  Clinic’s	  experience	  with	  shared	  
medical	  appointments	  	  

•  Co-‐crea3ng	  health	  in	  facilitated	  
learning	  network	  of	  pa3ents	  with	  
chronic	  disease	  	  





Coproducing  Health  
4XAim  Challenges

1.  Diversity	  among	  pa3ents	  	  
2.  Power	  and	  responsibility	  	  	  
3.  LeEng	  the	  pendulum	  

swing	  too	  far	  	  
4.  Contextualizing	  

standardiza3on	  	  
5.  A	  resistant	  healthcare	  

culture	  	  



Design  Thinking



Phoenix  Children’s  Journey  Board

hOp://www.phoenixchildrens.org/pa3ents-‐visitors/during-‐your-‐stay/journey-‐board	  



Maker  Movement





Objec1ve  3
Iden3fy	  five	  lenses	  	  for	  evalua3ng	  m-‐health	  pa3ent	  educa3on	  apps.	  



Technology-‐enabled    
Pa1ent  Educa1on  Evalua1on
Five	  Lenses	  

1.  Tradi3onal	  m-‐Health	  evalua3on	  

2.  Co-‐Produc3on	  	  
3.  Health	  Literacy	  
4.  Interoperability	  and	  Usability	  	  
5.  Connected	  Care	  –	  Connected	  Health	  

Others	  you	  have	  experience	  with?	  



Lens  1:    Tradi1onal  mHealth  Evalua1on



Happ1que  –  Curated  Apps,  Anxiety

hOp://www.happ3que.com/subcategory/ANXIETY	  



App  Evalua1on  –  ACUT  Scores,  A,  B,  C

DIMENSIONS	  THAT	  MAKE	  THE	  CUT:	  

•  Operability	  -‐	  Ensures	  that	  the	  app	  downloads,	  installs,	  and	  runs	  appropriately	  and	  consistently,	  and	  connects	  with	  any	  and	  all	  peripheral	  
devices,	  networks,	  and	  third	  party	  applica3ons	  without	  error	  or	  failure.	  

•  Privacy	  &	  Security	  -‐	  Inves3gates	  over	  124	  app	  behaviors	  across	  five	  key	  areas	  of	  mobile	  app	  privacy	  and	  security:	  (a)	  Accesses	  hardware	  
func3ons	  (i.e.	  Bluetooth,	  camera,	  etc.),	  (b)	  Accesses	  external	  storage	  or	  cloud	  servers,	  (c)	  Sends	  data	  to	  social	  networks,	  Accesses	  data	  
func3ons	  from	  device	  (i.e.	  Address	  book,	  SMS	  messages,	  Calendar,	  Loca3on,	  etc.),	  (d)	  Data	  Encryp3on/Sensi3ve	  Data	  (i.e.	  PII,	  sensi3ve	  data),	  
(e)	  Uses	  Adware.	  

DIMENSIONS	  THAT	  MAKE	  THE	  GRADE:	  

•  Consumer	  Appeal	  -‐	  Examines	  the	  current	  user/consumer	  ra3ngs	  based	  on	  experience	  with	  the	  app.	  We	  also	  examine	  and	  report	  any	  
feedback	  regarding	  the	  app's	  appeal	  from	  other	  sources	  including	  professionals	  such	  as	  health	  coaches	  and	  physicians.	  

•  Func>onality	  -‐	  Iden3fies	  and	  evaluates	  the	  basic	  func3ons	  of	  the	  app	  rela3ve	  to	  its	  intended	  purpose	  including	  general	  design,	  onboarding,	  
and	  relevance	  for	  a	  user	  in	  achieving	  app	  related	  goals.	  

•  Usability	  -‐	  Evaluates	  the	  user's	  overall	  interac3ve	  burden	  with	  the	  app,	  including	  the	  ease	  of	  use,	  how	  quickly	  the	  user	  can	  master	  the	  
primary	  features	  of	  the	  app,	  as	  well	  as	  how	  well	  they	  can	  overcome	  errors.	  

The	  ACUT	  scores	  are	  represented	  by	  leYers	  A,	  B,	  and	  C	  

•  Dimensions	  with	  an	  A	  grade	  (A+,	  A,	  or	  A-‐)	  are	  considered	  "excellent"	  and	  rank	  in	  the	  top	  segment	  of	  our	  App	  scores;	  

•  Dimensions	  represented	  by	  a	  B	  grade	  (B+,	  B,	  and	  B-‐)	  are	  considered	  "good"	  and	  rank	  in	  the	  upper-‐middle	  segment	  of	  our	  App	  scores;	  

•  Dimensions	  that	  have	  scored	  a	  C	  grade	  (C+,	  C,	  or	  C-‐)	  are	  considered	  "fair"	  and	  rank	  in	  the	  lower-‐middle	  segment	  of	  our	  App	  scores;	  



One  Example:    Super  Beaer



Privacy  and  Security,  for  example

• Based	  on	  our	  APS	  scanning	  of	  the	  SuperBeYer	  app	  for	  iOS:	  
• We	  observed	  several	  app	  behaviors	  of	  which	  the	  user	  should	  be	  aware.	  
•  SuperBeOer	  accesses	  several	  hardware	  and	  data	  func3ons	  on	  the	  device,	  
such	  as	  the	  UDID,	  which	  can	  reveal	  personal	  informa3on	  about	  the	  user.	  	  

•  The	  app	  also	  connects	  to	  social	  media	  networks,	  which	  can	  allow	  it	  to	  pull	  
personal	  data	  from	  your	  online	  profiles	  such	  as	  post	  informa3on,	  phone	  
numbers,	  or	  email	  addresses.	  	  

•  It	  also	  sends	  data	  unencrypted,	  which	  can	  expose	  it	  to	  an	  aOacker	  while	  the	  
data	  is	  in	  transit.	  

•  	  On	  a	  posi3ve	  note,	  the	  app	  uses	  security	  frameworks	  in	  the	  design	  and	  
coding	  of	  the	  app,	  which	  may	  help	  prevent	  common	  aOacks	  and	  risks	  to	  the	  
user's	  personal	  informa3on.	  



Lens  2:  
CoProduc1on

•  PAM	  –	  Pa3ent	  
Ac3va3on	  
Measure	  (10	  
item	  Scale)	  

•  Self	  Efficacy	  –	  
For	  Managing	  
Chronic	  
Disease	  (6	  
item	  Scale)	  

•  CollaboRATE	  
(3	  item	  Scale)	  	  

•  PCM	  10Q	  
Talking	  Mats	  
(10	  item	  scale)	  

	  



SDOH  key  factor  in  capacity  for  CoProduc1on

screening-‐toolkit@healthleadsusa.org.	  



screening-‐toolkit@healthleadsusa.org.	  



Every  Ques1on  rated  on  3  dimensions

screening-‐toolkit@healthleadsusa.org.	  


