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DefiniJon	
  of	
  “community”	
  

•  community-­‐led	
  structures	
  and	
  mechanisms	
  used	
  
by	
  communiJes	
  through	
  which	
  community	
  
members	
  and	
  community-­‐based	
  organiza4ons	
  
and	
  groups	
  interact,	
  coordinate	
  and	
  deliver	
  their	
  
responses	
  to	
  needs	
  affec4ng	
  their	
  communi4es	
  
–  a	
  criJcal	
  component	
  of	
  an	
  overall	
  and	
  complex	
  system	
  
that	
  aims	
  to	
  protect	
  and	
  promote	
  health	
  and	
  human	
  
rights	
  	
  

•  community	
  response	
  -­‐	
  the	
  collecJve	
  of	
  
community-­‐led	
  ac4vi4es	
  in	
  response	
  to	
  HIV	
  



Levels	
  of	
  engagement	
  

•  Advocacy,	
  campaigning,	
  policy	
  change	
  
•  Community-­‐based	
  research	
  
•  Community-­‐	
  based	
  service	
  delivery	
  

– community	
  engagement	
  in	
  quality	
  of	
  care	
  	
  



Advocacy,	
  campaigning,	
  lobbying	
  



Repression	
  endangers	
  
the	
  fight	
  against	
  HIV	
  

•  Access	
  to	
  quality	
  treatment	
  of	
  a	
  
person	
  who	
  use	
  drugs/sex	
  
workers/	
  migrants/	
  prisoners/
transgender	
  

•  	
  A	
  second	
  class	
  ciJzen	
  treatment	
  
when	
  accessing	
  care	
  

•  Coerced	
  tesJng	
  
•  Laws	
  of	
  no	
  confidenJality	
  for	
  

those	
  with	
  a	
  communicable	
  
disease	
  

•  CriminalisaJon	
  of	
  behaviour	
  
(drug	
  use	
  and	
  sex	
  work)	
  

•  CriminalisaJon	
  of	
  HIV	
  
transmission	
  



Concise	
  guidance	
  for	
  HIV	
  healthcare	
  
providers	
  on	
  the	
  use	
  of	
  ART	
  for	
  

prevenJon	
  
•  Core	
  principle	
  1:	
  

–  Being	
  honest	
  and	
  open	
  and	
  
acJng	
  with	
  integrity.	
  

–  Listening	
  to,	
  and	
  responding	
  
to,	
  your	
  client's	
  concerns	
  and	
  
preferences.	
  

–  Providing	
  clear	
  informaJon	
  
in	
  a	
  way	
  they	
  can	
  understand.	
  

–  Never	
  abusing,	
  coercing,	
  
discriminaJng,	
  judging,	
  
pathologising	
  or	
  punishing.	
  

–  Working	
  in	
  partnership	
  with	
  
them	
  and	
  respecJng	
  their	
  
right	
  to	
  make	
  their	
  own	
  
decisions	
  about	
  HIV	
  tesJng,	
  
treatment	
  and/or	
  care.	
  



Community-­‐based	
  research	
  
•  Regional	
  analysis	
  of	
  SJgma	
  

and	
  DiscriminaJon	
  
•  ThemaJc	
  analysis	
  and	
  

acJon:	
  workplace	
  policies	
  ,	
  
in	
  faith	
  se`ngs,	
  barriers	
  to	
  
tesJng	
  and	
  uptake	
  of	
  
services	
  

•  ‘Key’	
  	
  PopulaJon	
  prioriJes	
  
and	
  knowledge	
  about	
  
specific	
  sJgma	
  faced	
  by	
  key	
  
populaJons	
  

•  Concrete	
  acJons	
  connected	
  
with	
  HIV	
  programming:	
  
–  Country	
  advocacy	
  
–  Development	
  of	
  people-­‐

centred	
  services	
  

• At	
  July	
  2014	
  the	
  total	
  
number	
  of	
  PLHIV	
  
who	
  have	
  been	
  
interviewed	
  by	
  the	
  
PLHIV	
  Stigma	
  index	
  
is	
  44,027	
  this	
  
number	
  is	
  rising...	
  

• The	
  Stigma	
  Index	
  has	
  
been	
  implemented	
  
in	
  50	
  countries	
  

• Key	
  populations	
  interviewed	
  
globally	
  to	
  date

• People	
  who	
  use	
  drugs	
  5866
• Men	
  who	
  have	
  sex	
  with	
  men	
  	
  

3852
• Prisoners	
  1576
• Migrants	
  1329
• Sex	
  Workers	
  1297
• Transgender	
  671
• Indigenous	
  652
• Internally	
  displaced	
  persons	
  

479
• Refugees	
  189



Community-­‐based	
  research	
  
•  Pu`ng	
  Trans*	
  issues	
  at	
  the	
  centre	
  of	
  research	
  

	
  (Silueta	
  X,	
  Ecuador	
  and	
  Gender	
   	
  DynamiX,	
  South	
  Africa)	
  
–  the	
  first	
  trans-­‐specific	
  health	
  and	
  human	
  rights	
  study	
  in	
  Ecuador	
  
–  analyze	
  factors	
  that	
  may	
  influence	
  HIV	
  transmission	
  among	
  trans	
  

women	
  
•  Research	
  led	
  by	
  people	
  living	
  with	
  HIV	
  changes	
  access	
  to	
  treatment	
  

(APN+,	
  Asia-­‐Pacific	
  region)	
  
•  Sex	
  Workers	
  lead	
  research	
  resulJng	
  in	
  beAer	
  prac4ce	
  (NSWP,	
  

Global)	
  
–  best	
  pracJces	
  to	
  guide	
  sex	
  worker	
  programming	
  

•  Understanding	
  MSM	
  risk	
  to	
  beAer	
  meet	
  needs	
  (Checkpoint	
  LX,	
  
Lisbon)	
  

•  Rights-­‐based	
  approach	
  to	
  Treatment	
  as	
  Preven4on,	
  Maximizing	
  ART	
  
for	
  BeIer	
  Health	
  PrevenLon	
  and	
  Zero	
  New	
  HIV	
  InfecLons	
  (MaxART)	
  	
  

	
  



Community-­‐based	
  service	
  delivery	
  



Tackling	
  gender	
  norms	
  through	
  training	
  	
  

•  gender	
  transforma4ve	
  community-­‐
training	
  programme	
  
–  for	
  HIV	
  vulnerable	
  communiJes	
  living	
  in	
  low-­‐

income	
  countries	
  	
  
–  thirteen	
  3-­‐hour	
  sessions	
  and	
  3	
  peer	
  group	
  

meeJngs	
  
•  systema4c	
  review	
  (2012)	
  that	
  looked	
  at	
  

eight	
  reports	
  from	
  seven	
  studies	
  
•  study	
  sample-­‐	
  14,630	
  
•  Angola,	
  Ethiopia,	
  Fiji,	
  Gambia,	
  India,	
  South	
  

Africa,	
  Tanzania	
  and	
  Uganda	
  
•  people	
  who	
  had	
  parJcipated	
  in	
  Stepping	
  

Stones	
  were	
  less	
  likely	
  to	
  acquire	
  HSV-­‐2	
  
(Herpes	
  Simplex	
  Virus)	
  

•  trends	
  of	
  increased	
  condom	
  use	
  (seen	
  in	
  
findings	
  from	
  two	
  of	
  the	
  eight	
  countries).	
  	
  



Health	
  literacy	
  
is	
  a	
  major	
  component	
  of	
  
democra4za4on	
  of	
  the	
  
healthcare	
  system.	
  
-­‐	
  ART	
  
-­‐	
  Adverse	
  events	
  
-­‐	
  Pipeline	
  
-­‐	
  Health	
  systems	
  
-­‐	
  Quality	
  
	
  

	
  
Being:	
  
-­‐  Your	
  own	
  advocate	
  -­‐  Proac4ve	
  



Let’s	
  change	
  the	
  way	
  we	
  test	
  globally	
  	
  

•  Community-­‐based	
  tesJng	
  performed	
  by	
  non-­‐
medical	
  trained	
  testers	
  

	
  
•  Rapid	
  test	
  as	
  a	
  diagnosJc	
  tool	
  also	
  in	
  clinics	
  

	
  

	
   	
   	
   	
  CHANGE	
  OF	
  LEGISLATION	
  NEEDED!	
  



TradiJonal	
  “comprehensive”	
  model	
  	
  
•  Comprehensiveness	
  is	
  determined	
  by	
  the	
  length	
  of	
  clinics	
  

specialists’	
  roster	
  

Healthcare	
  system	
  

InfecJous	
  diseases	
  specialist	
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People-­‐centered	
  comprehensive	
  care	
  
•  Comprehensiveness	
  determined	
  by	
  paJents’	
  most	
  significant	
  demands.	
  

The	
  most	
  needed	
  services,	
  including	
  infecJous	
  disease	
  doctor	
  and	
  ARVs	
  
are	
  provided	
  in	
  one	
  place.	
  Other	
  services	
  provided	
  via	
  referral	
  system	
  and	
  
acJve	
  case	
  management. 

HIV	
  care,	
  ARVs	
  

Social	
  	
  
support	
  

Peer-­‐to-­‐peer	
  
intervenJons	
  

Rapid	
  tesJng	
  

Outreach	
  work	
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InfecJous	
  diseases	
  specialist	
  
Healthcare	
  system	
  

Pulmonologist	
  

Gastroenterologist	
  

Endocrinologist	
  

Neurologist	
  

Ophthalmologist	
  

…
	
  Case	
  

management	
  



Linda	
  Clinic:	
  a	
  community-­‐based	
  response	
  to	
  
a	
  gap	
  in	
  HIV-­‐care	
  in	
  Narva,	
  Estonia	
  	
  	
  	
  

	
  
	
  
	
  
	
  
	
  
	
  
	
  
	
  
	
  

	
  Before..(2011)	
   	
   	
  Aner…(2013)	
  

	
  
	
   	
   	
  	
  



Linda	
  Clinic	
  Services	
  
•  Tes4ng	
  services	
  
•  Medical	
  Services	
  
-­‐  Provided	
  by	
  MD	
  and	
  a	
  nurse,	
  referred	
  to	
  another	
  specialist	
  if	
  needed	
  (guided	
  by	
  Social	
  

worker)	
  

•  Psychosocial	
  support	
  
-­‐  Regular	
  support	
  group	
  leading	
  by	
  a	
  psychologist	
  and	
  Individual	
  counseling	
  
-­‐  Individual	
  social	
  counseling	
  and	
  social	
  support	
  (debt	
  counseling,	
  social	
  public	
  services,	
  

benefits,	
  draning	
  CV	
  and	
  job	
  search,	
  obtaining	
  a	
  residence	
  permit,	
  communicaJon	
  with	
  
Department	
  of	
  Child	
  ProtecJon,	
  support	
  with	
  social	
  housing)	
  

-­‐  Children's	
  psychological	
  hour	
  
-­‐  Group	
  work	
  aimed	
  at	
  holisJc	
  health	
  improvement,	
  spiritual	
  and	
  personal	
  development	
  
-­‐  Sports,	
  cultural	
  and	
  educaJonal	
  acJviJes	
  for	
  children	
  and	
  parents	
  
-­‐  Food	
  packages	
  for	
  families	
  in	
  difficult	
  financial	
  situaJon	
  and	
  clothing	
  for	
  adults	
  and	
  

children	
  
-­‐  Counseling	
  of	
  specialist	
  by	
  phone	
  or	
  e-­‐mail	
  

	
  



Linda	
  Clinic	
  cascade	
  
•  123	
  paJents	
  
•  100	
  %	
  of	
  	
  paJents	
  have	
  

been	
  tested	
  for	
  CD4	
  cells	
  
count	
  

•  100%	
  of	
  paJents	
  have	
  been	
  
examined	
  as	
  required	
  by	
  
EACS	
  

•  Zero	
  deaths	
  	
  

•  20%	
  of	
  eligible	
  are	
  not	
  on	
  
ART	
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Paradigm	
  shin	
  for	
  21st	
  century	
  

•  20th	
  Century	
  –	
  the	
  paJent/ciJzen	
  in	
  relaJon	
  
to	
  professional	
  knowledge	
  is	
  hierarchical/
paternalisJc	
  

•  21st	
  Century	
  –	
  need	
  to	
  “fully	
  engage”	
  the	
  
public	
  as	
  co-­‐producers	
  of	
  health	
  (collaboraJve	
  
partnership)	
  

	
  Prof.	
  Jane	
  Wills,	
  South	
  Bank	
  University	
  London,	
  UK	
  



Language-­‐	
  a	
  way	
  to	
  change	
  the	
  
percep4on	
  



Shake-­‐hands	
  campaign	
  



Quality	
  of	
  people’s	
  relaJonships	
  with	
  HIV	
  care	
  
providers	
  and	
  retenJon	
  in	
  care	
  

• Being	
  treated	
  with	
  dignity	
  and	
  respect	
  
• Being	
  involved	
  in	
  decisions	
  about	
  care	
  
• Feeling	
  listened	
  to	
  
• Having	
  informaJon	
  explained	
  in	
  a	
  way	
  
that	
  could	
  be	
  understood	
  

• Feeling	
  known	
  as	
  a	
  person	
  
Flickinger et al, J Acquir Immune Defic Syndr, 2013	





RetenJon	
  in	
  care	
  
ParJcipants	
  who	
  gave	
  the	
  highest	
  raJngs	
  to	
  
their	
  care	
  providers:	
  

–  in	
  terms	
  of	
  being	
  treated	
  with	
  dignity	
  and	
  respect	
  	
  
(p	
  =	
  0.015)	
  

–  always	
  having	
  things	
  explained	
  in	
  an	
  
understandable	
  way	
  (p	
  =	
  0.073)	
  

–  careful	
  listening	
  (p	
  =	
  0.008)	
  
were	
  7,	
  7	
  and	
  6%	
  more	
  likely	
  to	
  keep	
  their	
  
appointments	
  than	
  people	
  who	
  gave	
  less	
  than	
  
opJmal	
  raJngs	
  in	
  these	
  domains.	
  

Flickinger	
  et	
  al,	
  J	
  Acquir	
  Immune	
  Defic	
  Syndr,	
  2013	
  
	
  



RetenJon	
  in	
  care	
  

•  Appointment	
  adherence	
  could	
  be	
  enhanced	
  by	
  
op4mizing	
  the	
  quality	
  of	
  rela4onships,	
  so	
  that	
  pa4ents	
  
feel	
  known	
  and	
  respected	
  as	
  persons	
  by	
  their	
  
providers	
  

•  Specific	
  provider	
  communicaJon	
  behaviors,	
  such	
  as	
  
listening	
  and	
  carefully	
  explaining,	
  could	
  make	
  a	
  
difference	
  in	
  retaining	
  their	
  paJents	
  in	
  care	
  

•  Evidence-­‐based	
  intervenJons	
  to	
  improve	
  providers’	
  
communica4ons	
  could	
  be	
  tailored	
  to	
  target	
  skills	
  with	
  
known	
  links	
  to	
  paJent	
  behaviors	
  and	
  outcomes	
  

Flickinger	
  et	
  al,	
  J	
  Acquir	
  Immune	
  Defic	
  Syndr,	
  2013	
  



Improving	
  retenJon	
  in	
  care	
  
•  Enhanced	
  Personal	
  Contact	
  With	
  HIV	
  PaJents	
  
Improves	
  RetenJon	
  in	
  Primary	
  Care	
  

•  Bewer	
  outcomes	
  in	
  both	
  the	
  EC	
  and	
  EC+skills	
  
arms	
  
–  (visit	
  constancy:	
  RRs=1.22	
  (1.09-­‐1.36)	
  and	
  1.22	
  (1.09-­‐
1.36)	
  

–  visit	
  adherence:	
  RR=1.08	
  (1.05-­‐1.11)	
  and	
  1.06	
  (1.02-­‐
1.09),	
  all	
  ps<0.01)	
  

•  AddiJonal	
  intervenJon	
  elements	
  may	
  be	
  needed	
  
for	
  paJents	
  reporJng	
  illicit	
  drug	
  use	
  or	
  who	
  have	
  
unmet	
  needs	
  

LyI	
  I.	
  Gardner	
  et	
  al,	
  Clinical	
  InfecLous	
  Diseases,	
  May	
  2014	
  



InvesLng	
  in	
  CommuniLes	
  Achieves	
  Results	
  
(2013,	
  World	
  Bank)	
  

•  Aim:	
  
–  report	
  HIV	
  and	
  AIDS	
  results	
  achieved	
  at	
  the	
  
community	
  level	
  

–  idenJfy	
  areas	
  where	
  investments	
  can	
  achieve	
  
greater	
  results	
  

– discuss	
  criJcal	
  policy	
  and	
  programmaJc	
  issues	
  
•  Kenya,	
  Lesotho,	
  Nigeria,	
  Senegal,	
  South	
  Africa,	
  
Zimbabwe,	
  India,	
  Burkina	
  Faso	
  

•  RCT,	
  longitudinal,	
  qualitaJve,	
  desk	
  reviews	
  

	
  
	
  



Key	
  findings-­‐	
  behavioral	
  change	
  

•  There	
  is	
  strong	
  associaJve	
  evidence	
  that	
  empowerment	
  
(power	
  within)	
  of	
  groups	
  at	
  high	
  risk	
  of	
  infecJons,	
  such	
  as	
  
female	
  sex	
  workers	
  (FSWs)	
  and	
  men	
  who	
  have	
  sex	
  with	
  
men	
  (MSM),	
  can	
  lead	
  to	
  behavioral	
  changes	
  

•  The	
  effects	
  of	
  the	
  community	
  response	
  on	
  behaviors	
  are	
  
weaker	
  in	
  Burkina	
  Faso,	
  Kenya,	
  and	
  Nigeria.	
  

•  The	
  intensity	
  of	
  community	
  mobilizaJon	
  mawers	
  
•  Par4cipa4on	
  in	
  community	
  groups	
  and	
  frequent	
  

discussion	
  of	
  HIV-­‐	
  and	
  AIDS	
  related	
  issues	
  are	
  two	
  
important	
  characterisJcs	
  of	
  effecJve	
  community	
  acJviJes	
  

•  A	
  poor	
  match	
  between	
  needs	
  and	
  CBO	
  ac4vi4es	
  
contributes	
  to	
  lower	
  impact	
  

	
  
	
  



Key	
  findings-­‐	
  use	
  of	
  HIV-­‐related	
  services	
  

•  Community	
  response	
  can	
  increase	
  the	
  demand	
  for	
  health	
  
services	
  in	
  the	
  context	
  of	
  a	
  concentrated	
  HIV	
  epidemic	
  
among	
  groups	
  at	
  high	
  risk	
  of	
  infecJon	
  

•  Community	
  response	
  can	
  increase	
  the	
  demand	
  for	
  services	
  
•  Broad	
  community	
  member	
  and	
  leader	
  involvement	
  can	
  

increase	
  the	
  demand	
  for	
  services	
  and	
  overcome	
  the	
  adverse	
  
effects	
  of	
  sJgma	
  

•  Dedicated	
  support	
  from	
  community	
  peer	
  members	
  is	
  
effecJve	
  

•  Peer	
  adherence	
  support	
  combined	
  with	
  nutri4on	
  can	
  
increase	
  the	
  Jmeliness	
  of	
  scheduled	
  hospital	
  visits	
  for	
  ART	
  

	
  



 
 
 
 

•  March 2014 

WHO	
  2013	
  Consolidated	
  
ARV	
  Guidelines	
  
March	
  2014	
  Supplement	
  	
  
2014	
  HIV	
  Preven4on,	
  
Diagnos4c,	
  Treatment	
  and	
  
Care	
  for	
  Key	
  Popula4ons	
  



Clinically	
  relevant	
  
•  Earlier	
  ini4a4on	
  of	
  ART	
  	
  (CD4	
  

count	
  	
  ≤	
  500	
  cells/mm3)	
  for	
  adult	
  s	
  
&	
  adolescents	
  

•  Immediate	
  ART	
  for	
  children	
  below	
  
5	
  years	
  

•  More	
  potent	
  regimens	
  for	
  children	
  
<	
  3	
  years	
  (LPV/r)	
  

•  Immediate	
  &	
  lifelong	
  ART	
  for	
  all	
  
pregnant	
  and	
  breasfeeding	
  
women	
  	
  (OpJon	
  B/B+)	
  

•  Simplified,	
  less	
  toxic	
  1st-­‐line	
  
regimens	
  (TDF/XTC/EFV)	
  

Opera4onally	
  relevant	
  
•  Use	
  of	
  Fixed	
  Dose	
  

Combina4ons	
  (FDCs)	
  
•  Improved	
  paJent	
  monitoring	
  	
  

with	
  increased	
  use	
  of	
  viral	
  load	
  
•  Recommend	
  task	
  shiiing,	
  

decentraliza4on,	
  and	
  
integra4on	
  

•  Community	
  based	
  tes4ng	
  and	
  
ARV	
  delivery	
  

The	
  2013	
  Consolidated	
  ARV	
  Guidelines:	
  	
  
Key	
  new	
  recommenda4ons	
  



Driving the HIV 
response  

	
  
 
 

A community guide to the WHO 2013 Consolidated 
Guidelines on the Use of Antiretroviral Drugs for 

Treating and Preventing HIV Infection	
  



Community	
  engagement	
  in	
  quality	
  of	
  care	
   
 



Strengthening	
  quality	
  of	
  HIV	
  clinical	
  services	
  
Scoping	
  consultaJon	
  

Improvement	
  
in	
  quality	
  of	
  
HIV	
  care	
  	
  

people-­‐centered	
  
care	
  

paJent	
  
engagement	
  

process	
  
management	
  

integraJon	
  
approaches	
  

adherence	
  to	
  
naJonal	
  
protocols	
   data	
  

management	
  

progressive	
  
management	
  

change	
  packages	
  
to	
  support	
  
healthcare	
  
providers	
  

social	
  and	
  
cultural	
  context	
  



Dimensions	
  of	
  Quality	
  

Technical Quality  
Provider Perception 

of Quality of HIV 
Care 

Experience Quality 
Patient Perception of  

Quality of HIV  
Care 

Leonard Berry, Texas A&M University, IHI conference 2001 



Consumer	
  Involvement	
  in	
  QM	
  	
  
•  Quality	
  improvement	
  (QI)	
  models	
  used	
  in	
  health	
  care	
  were	
  

created	
  for	
  the	
  automoJve	
  industry	
  
	
  

•  CriJcal	
  dimension	
  of	
  QI	
  is:	
  
–  determining	
  consumer	
  needs	
  	
  
–  developing	
  	
  products	
  and	
  services	
  that	
  meet	
  and/or	
  exceed	
  customer	
  

expecta4ons	
  	
  

	
  	
  
•  Adapted	
  for	
  use	
  in	
  health	
  care	
  se`ngs,	
  although	
  many	
  medical	
  

disciplines	
  are	
  sJll	
  grappling	
  with	
  how	
  and	
  to	
  what	
  extent	
  they	
  
should	
  involve	
  consumers	
  	
  



A Multidimensional Framework For Patient And Family Engagement In Healthcare  

Carman K L et al. Health Aff 2013;32:223-231 
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Other	
  Consumer	
  Capacity	
  Building	
  Resources	
  



§	
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  all	
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  friends	
  in	
  fight	
  for	
  the	
  well	
  being	
  of	
  people	
  who	
  live	
  with	
  
HIV	
  and	
  might	
  be	
  affected	
  by	
  HIV	
  


