
 
   

For Us, By Us: 
Ending the Epidemic with Consumer-led 

Quality Improvement 
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Disclosure 

• We  have no financial disclosure  or  conflicts  of  
interest with the presented  material in this 
presentation.  
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Objectives 

• Attendees  will leave with tools for  increasing  client  engagement  in quality 
improvement.  

• Attendees  will  be able to  strengthen  their Quality Committees  and Client 
Advisory Boards  and recognize how  such participation empowers  clients  to 
serve and advocate on behalf  of  their communities.  

• Attendees  will recognize the necessity  of building  and maintaining Client 
Advisory Boards  and Quality  Committees t hat  represent  the communities 
they serve in order  to  improve health outcomes  and end the HIV epidemic. 
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Presenters 

• Ashton  Whitehead,   Peer Support  Specialist  and former Chair of  Client 
Advisory Board at  Health Emergency Lifeline Programs/Corktown
Health Center  in Detroit 

• Kenny Rose, Quality Improvement Coordinator at Health Emergency 
Lifeline Programs (HELP)/Corktown Health Center  in Detroit 

• Stafford  Sykes, former Chair of  Client  Advisory Board and current 
member of Client Advisory  Board at Health Emergency  Lifeline 
Programs/Corktown Health  Center in  Detroit 
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Overview of Presentation 

• Why  the title of this presentation? 
• Background of  Health Emergency Lifeline  Programs (HELP)/Corktown

Health Center 
• Client  Advisory Board (CAB) 
• Quality Committee (QC) 
• Consumer-led quality initiatives 
• Newsletter 
• Client-satisfaction survey 
• Peer Speakers Series 
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Why “For Us, By Us”? 

• History of PLWH  at forefront of HIV advocacy  and  activism  saying that 
there  can be  “nothing  for us,  without  us”,  so why should  quality 
improvement be any  different 

• History of  PLWH  and particularly Black  Trans and Queer people  having 
to create  innovative  solutions  to combat racism,  transphobia, stigma 
and other barriers  to  care  and  survival 

• Who  knows  better  about the experience of  living with HIV than PLWH 



 
 

 

Health Emergency Lifeline 
Programs (HELP) 

Corktown Health Center 
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Health Emergency Lifeline 
Programs: Background 

• Founded in 1986 in response  to HIV epidemic 
• Serves approximately 1,500 people each  year 
• Services  6  counties,  primarily Detroit residents 
• Serves majority  Black  population over the  age of  40 
• Food and nutrition 
• Behavioral health services 
• Case Management and  Early  Intervention  Services 
• Tobacco cessation  
• Health insurance  navigation 
• Emergency financial  assistance with utilities  and housing 
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Corktown Health Center: 
Background 

• LGBTQIA+ primary care clinic  
• Opened  in  2017 
• Just  over  1,200  patients  in first year and a half 
• Serving people throughout greater  Detroit  Metropolitan area 
• HIV  care and  HIV prevention/PrEP 
• Aging services 
• Keep it  Movin’ program 
• Behavioral health services 
• Health insurance navigation 
• Transgender health services 
• Breast and cervical cancer  screening 
• Tobacco cessation 



Client Advisory Board 
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Client Advisory Board : 
Background 

• Began in  Fall of 2016  
• Approximately 7-12  members maintained  
• Administration  support  and budget 
• Application  process and Recruitment  

• Timeline  for  recruitment and application deadline 
• Distribute applications  
• Consumers  involved in  calling  and interviewing 
• Clear expectations 
• Incentives, food  and transportation  
• Representative of populations served 
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Client Advisory Board: 
Structure 
• Meet at least once a  month 
• At least 90  minutes 
• Communication and work in between meetings  
• Staff  and administration visit and discuss roles and programs 
• Staff liaison(s) attend meetings  
• Agendas and notes 
• Bylaws 
• Group guidelines and review frequently 
• Define elected roles: Chair,  Co-Chair, Recorder,  &  Sergeant  at Arms 
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Client Advisory Board : 
Mission & Vision 

• Mission  and vision  developed  by CAB members 

• Mission:  To  evaluate and advise  the services provided by  Health Emergency  
Lifeline Programs. 

• Vision: This is a brave space. A space where  we  recognize  the  difference in the  
room, where  the difference is accepted, honored, and validated.  This is a 
space where  we  take the opportunity to  be  aware of conflict  and feelings. A 
brave space is a space where  we  can explore  and challenge ourselves and each 
other. 
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Client Advisory Board: 
Meeting Agenda 
Meeting #36 Agenda 2/18/2020 
Mission:   To evaluate  and advise  the  services  provided  by  
Health  Emergency  Lifeline Programs. 

I. Introductions  & Ice  Breaker (4:00pm  -4:10pm) 
A.  Moment of silence 
B. Name,  pronoun,  what’s your  favorite romantic movie 
C. Review  guidelines  
II.  Review Notes  from  January Meeting (4:10pm  – 4:15pm) 
III. Liaison Report (4:15pm  – 4:25pm) 
A. Food Bank open during  lunch hours 
B. Dietitian got new  job  at another  clinic 
C.  New  staff  and changes of  positions 
D. Hiring  Peer Support  Specialist, Care Managers  and Dietitian 
E.  Admin response  to suggestion box 
IV.  Review and Ratify  Proposed Changes to  Bylaws  (4:25pm  – 
4:40pm) 
V. Review Suggestion Box  (4:45pm  – 5:00pm) 
VI. 5 Minute BREAK 

VII. Newsletter (5:00pm  – 5:20pm) 
A. Bi/monthly 
B. Review  the  newsletter 
C. Topics/themes/articles for newsletter in April 
VIII.  Peer Speakers Series (5:20pm  – 5:40pm) 
A. Who  will lead?  
B. Topics 
C. Speakers 
D.  Participant  cap and budget  
E.   Deadlines 
IX. Survey  Questions (5:40pm  – 5:50pm) 
X. Vote  on New Member (5:50pm  – 5:55pm) 
XI. Close  Meeting (5:55pm  – 6:00pm) 
A. Announcements 
a.  Thursday Keep it  Movin Health and Wellness  
b. May 8th Cheers to HELP 
c. Other  announcements 
C. Meeting  adjourned 
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Client Advisory Board: 
Successes & Challenges 

Successes 
• Increase in  applications  and 

desire for consumers to get 
involved 
• Relationships built among 

members,  staff and 
administration 
• Voice at agency and  in  the 

community 
• Advocacy and  action  

Challenges 
• Adherence  to guidelines  and 

bylaws 
• Engaging younger  consumers 
• Communication  
• Sustaining  engagement with 

other  life priorities 
• Logistics, budget and  support 
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Client Advisory Board: 
Recommendations 

• Importance  of having  a CAB  that represents  the populations  served 
• Empowering  everyone to have a voice 
• Following guidelines  and  bylaws 
• Defined  mission, vision, and  roles 
• Structure and organization 
• Support  from staff,  administration,  and community partners 
• A budget that compensates the work of CAB  members 
• CAB  leadership and decision-making 



Quality Committee 
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Quality Committee : 
Background 

• Two  consumers  on committee,  one a liaison  between CAB  and  QC 
• Consumer  quality training  
• Value of  consumers’  knowledge, experiences,  and access to 

community 
• Root cause  analyses 
• Developing Quality Improvement Projects 
• Plan-Do-Study-Acts (PDSAs) 
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Quality Committee: 
Successes & Challenges 

Successes 
• Consumer quality training 
• Building relationships  between 

consumers, staff and community  
partners 
• Collaboration between CAB  and QC 
• Consumers’  voices in quality 

improvement efforts 

Challenges 
• Limited consumer engagement 
• Consumers  are  not staff and lack of 

access to critical information 
• Consumers are not  financially 

compensated 
• Limited leadership opportunities  for  

consumers 



 

20 

Quality Committee: 
Recommendations 

• Compensate consumers  for  their time and work 
• Do not tokenize  consumers 
• Provide critical information  and include in the  work  
• Remove other  barriers  for participation 

• Additional training 
• Transportation 
• Consider time of meetings 

• Mentor and  support  consumer  leadership 



  
Consumer-Led Quality 

Improvement Initiatives: 
Newsletter 
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Newsletter: 
Background 

• CAB started a newsletter in  December  2019  
• A way  for  the CAB to  keep  peers informed  about events,  self-care  and 

current events that impact the community 
• Provide encouragement and  uplift community to  support  consumers 

with staying in care  and taking care  of  their health 
• To  let  consumers  know about  the  CAB and the work  they are  doing at 

HELP/Corktown Health Center 
• Improve physical and mental health outcomes  for consumers 
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The Inclusion: Corktown and 
HELP Community Reader 
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Newsletter: 
Successes & Challenges 

Successes 
• Bi-monthly newsletter published by 

CAB members 
• Topics  that peers can relate to 
• Provides  information from consumers’

perspectives 
• Allows  CAB members and  other 

consumers to  feel  like they have a 
voice 

Challenges 
• To  have all of the CAB members  

involved 
• Barriers to  distribution,  before  the  

pandemic it was only  available in  print 
• Adhering to  timelines, both  CAB 

members and  administration 
• Difficulty developing  way to  measure 

effectiveness  when distribution has  
been limited 
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Newsletter: 
Recommendations 

• Consider  capacity of CAB members’  time and  skills 
• Start small and simple 
• Build  on  strengths  of CAB members 
• Engage staff  and  administration 
• Consider audience and their  abilities  and needs 
• Papers  copies,  email,  and social media 



Consumer-led Quality Initiatives: 
Client-Satisfaction Survey 
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Client-Satisfaction Survey: 
Background 

• CAB  members wanted  to  assess clients’ experiences after  Corktown
Health  Center opened  in  summer  of 2017 

• Wait time 
• Overall experience 
• How could  experience be improved 
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Client-Satisfaction Survey: 
Process 

• Researched different client-satisfaction surveys 
• Assessed  for ease  to  read, understanding,  and  timeliness  for 

completion 
• Provided  to Quality Committee for feedback 
• Finalized  and implemented survey 
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2. How long was your wait time today? 

Department Name 
Did not 
use this 
service 

0-5 
min 

6-10 
min 

11-15 
min 

More 
than 15 

min 

Corktown Health Center 

Triage Specialist 

Food/Nutrition 

Behavioral Health (Therapy) 

Emergency Financial (housing/utilities) 

Case Manager 

Early Intervention Specialist (EIS) 

Support Group 

Client-Satisfaction Survey: 
Example 

1. What department(s) did you meet with today? (Check all that 
apply) 

Department Name (X) 

Corktown Health Center 

Triage Specialist 

Food/Nutrition 

Behavioral Health (Therapy) 

Emergency Financial (housing/utilities) 

Case Manager 

Early Intervention Specialist (EIS) 

Support Group 
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4. Please rate your overall experience. 

Department Name 
Did not 
use this 
service 

Excellent Good Fair Poor 

Corktown Health Center 

Triage Specialist 

Food/Nutrition 

Behavioral Health (Therapy) 

Emergency Financial 
(housing/utilities) 
Case Manager 

Early Intervention Specialist (EIS) 

Support Group 

Client-Satisfaction Survey: 
Example 
P age 2 

5. How can we improve your experience? 
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Client-Satisfaction Survey: 
Results 

• Feedback 
• Mostly positive  feedback 
• “My appts. are  usually @1pm  and I usually have to wait out in the Doorway 

area. That’s my  only real complaint,  otherwise I  love  this place.” 
• “Everything  is already  great" 
• “Offer snacks” 
• “More food/ beverages, more  help w/ transportation” 

• Outcomes 
• Lobby open during lunch hour 
• Volunteer opportunities (Suggestion Box) 
• Lyft rides 
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Client-Satisfaction Survey: 
Successes & Challenges 

Successes 
• Learned a  lot from process 
• Acquired  some feedback from  

consumers 
• Some action  steps taken to 

respond  to some  consumers’ 
needs 

Challenges 
• Only 26 surveys  completed in a 

two-month timeframe 
• Added  burden  to staff to remind  

consumers  to complete 
• Possible  language and  literacy 

barriers 
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Client-Satisfaction Survey: 
Recommendations 

• Get more staff buy-in 
• Shorter  timeframe for collecting  surveys 
• CAB member  could encourage  consumers to  complete 
• Surveys  could  be completed  at exit 
• Translate into  Spanish  
• May  have  to read surveys  to  clients 
• One-sided  page and  simplify format 
• Focus  groups instead 
• Incentives 
• Take  feedback  seriously & take action and  share  progress 



  
 

Consumer-led Quality 
Improvement Initiatives: 

Peer Speakers Series 
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Peer Speakers Series: 
Background 

• Developed in  2018  out of  wanting to  provide  peer  support  to  
consumers 
• Submitted a  proposal to  administration 

• Project Description:  The  Client  Advisory Board  will  host  a  monthly Peer  Speakers Series,  
providing guidance and an experienced  voice to  people who ar e living with HIV. The series  will  
focus  on  people  who are  out of care  or who are  not virally suppressed.  Speakers  will  tell  their  
stories of  how  and what  it  took  to  become undetectable and how they  have sustained  their  
health.  

• Project Justification:  This  series will  directly  impact  people who ar e having trouble staying in 
care, assist  individuals  with tools to l ower their  viral  loads, and ultimately  reduce HIV  
transmission in the community.  
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Peer Speakers Series: 
Process 

• Collaborated with  Quality Committee to  run  reports  and  collect data 
to  identify people who were  not virally suppressed 
• Developed survey  to  assess  interest, convenient times to  meet, 

resources needed  to  attend, and barriers  to  medication adherence 
• Staff  with more  familiarity with the consumers  called  them and 

completed surveys  over  the phone 
• CAB  members used results to  identify topics and a  budget to  meet 

the needs of consumers  
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Peer Speakers Series: Logistics 

• Developed 6-week  Peer Speakers Series 
• Two-hour meetings 
• Light refreshments provided 
• Bus tickets 
• $10  dollar  store  gift card for  participants 
• $20 gift card for support-person 

and $25 gift card for presenter 

• Training for CAB members 
• How  to  facilitate  group  
• How  to tell  your  story 
• Empathizing with peers 
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Peer Speakers Series: Format 

• Each session  facilitated  by  a CAB member (some exception  for guest  speaker) 
• Facilitator  presented  their own  experiences related  to topics 
• A support-person  (another CAB member)  and CAB liaison from staff or intern 

was there to assist 
• Time for discussion and for participants  to  share their stories  related to  topics 
• Some  activity  or resource take-away provided 
• Break included 
• Time  at end for  participants  to  meet with Case Manager if needs  identified 
• Evaluations 



   Peer Speakers Series: 
Sessions 

July 24th Health and Medication 

July 31st Basic  Need 

August 7th Mental Health 

August 14th Substance Use 

August 21st HIV Stigma 

August 28th Aging  and Other Health Issues 

3-5pm  every Thursday 
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Peer Speakers Series: 
What happened? 

• 7 participants  attended throughout 6-week series 
• 4 out of 7 participants  attended 50% or more  of the  sessions 
• Participants  generally eager to talk and  engaged 
• 1 participant  had significant barriers  to basic  needs  met,  including need for 

mental  health treatment and was referred to support services 
• 1 participant decided to go  into substance  usage treatment mid-way and 

continued  to  work with Case Manager to address  barriers to care; maintained 
an undetectable  viral load for the  first time  in 4 years  and unfortunately 
received an advanced stage  cancer  diagnosis  and died this  past December.  
• Certificates provided 
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Peer Speakers Series Evaluation: 
Participants’ Feedback 

• What  did participants  find 
helpful?  
• “The fact that we  were able to talk 

and relate” 
• “The  Unhelpful Thinking activity” 
• “The topic  on aging on medication 

with HIV” 
• “The topic  today and the speaker 

was great” 
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Peer Speakers Series Evaluation: 
Participants’ Feedback 2  of 2 

• “Better  food selection, real 
food” 
• “Explain/  talk more in  detail 

about the topic of  choice” 
• “If we had  female (women)  

participants  in our meetings” 



Peer Speakers Series Evaluation: 
Presenters’ Feedback 

“Participants  had a lot 
of  questions.” 

“Certificates  really made  a 
difference for  people.” 

“You go in with ‘I’m  gonna tell, I’m  
gonna teach,’ but you end up 
learning.” 

“We learned  as much from 
them as  they did from  us.” 



  
 

Peer Speakers Series Evaluation: 
Presenters’ Feedback  2  of 2 

On facilitating a session about stigma:  
“I  faced things  that I had been dealing  
with myself.”  

“People liked the S-T-I-G-M-A 
acronym I  created to  learn about  
HIV stigma.” 

“Being heard. It felt good when a 
participant acknowledged I had been 
through hell.” 
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Peer Speakers Series: 
Successes & Challenges 

Successes 
• Participants and  CAB members 

learned from  one another 
• Participants  shared their experiences 

and identified with others 
• Participants  received tools and 

strategies  for improving health  
outcomes 
• Participants referred  to  other 

resources 

Challenges 
• Limited budget 
• Lack of attendance 
• Transportation  
• Some  participants had barriers  to  fully 

participating,  such  as lack of  food, 
substance usage,  and untreated  mental 
illness 

• Did not have group guidelines  set  from 
beginning 

• One presenter was  unexpectedly  absent 



  Peer Speakers Series: 
Recommendations 

• Full meals instead  of  light refreshments 

• Transportation 
• Using Lyft or  Uber  may be a better option than bus 
• Coordinating transportation with case  managers was helpful 

• Have a back-up speaker and support-person in cases  of absences 

• Having  CAB member training closer to  the  date of  the actual events 

• Continue  to  stay in touch with participants 
• May  need  additional support  
• May be  interested in leading a session in future  Speakers  Series 



Peer Speakers  Series:  
Recommendations   2  of 2 

• Be  intentional about reaching underrepresented demographics  
• Consider reasons why some groups may  have been  underrepresented 
• Reduce  barriers for  increasing  participation 

• Using group guidelines from  the start 

• Have a set budget from the  start 

• A stipend for the CAB  members  hosting each event 
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Peer Speakers Series II (2019) 

● What happened?  
• Had budget  from beginning (and was  able  to get  increased based on more  participation) 

• Opened up to  both people  not  virally suppressed and those maintaining viral  suppression 

• Accepted referrals  from  staff  and other  local  clinics  and HIV agencies 

• Full meals provided 

• Had back-up support  in case presenter  or support-person was absent 

• Reviewed group guidelines  at  each session 

• 13 participants  attended 

• No participants  used a Case  Manager  for  transportation,  mostly  used bus passes  provided  

• Majority  of participants  attended  75%  or more  of the 6-week  sessions 
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Peer Speakers Series II: 
Successes & Challenges 

Successes 
• Doubled participation and budget 

from first Peer Speakers  Series 
• Participants  engaged and returned 

each week 
• Participants built supportive 

relationships 
• Participants  referred  to resources and 

services 

Challenges 
• Some participants may  not  be  ready 

for group  
• One  participant  had  limited verbal 

communication 
• Having  comfortable space 
• Staff  and  CAB capacity limited  to 

implementing series  more  often  
• Budget limited to implementing series 

more often  
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Peer Speakers Series II: 
Recommendations 

• Collect data and use  it to  support efforts  to continue  or  pivot the  quality 
improvement project 
• Continue to  engage  in quality improvement efforts  by analyzing  and 

evaluating data  in order to  improve upon intervention 
• Maintain relationships  with participants and other stakeholders 
• Share  data with all partners (CAB,  Quality  Committee,  staff, consumers,  board 

members, and other  community partners) 
• Continue  to be challenged and evolve  in order to include  people with all 

abilities  
• Patience  and appreciation of the process 
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Ending the Epidemic with Consumer-led 
Quality Improvement 

● PLWH  must  have a voice at  all levels in  order  to improve  overall health 
outcomes  and end  the HIV  epidemic 

● Consumers  have  knowledge  and  experience that is underutilized,  which 
should  be  valued,  encouraged, and  financially compensated 

● Mentor,  train, and  hire PLWH,  particularly those most  impacted by the 
epidemic 
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Contact Information  

Ashton Whitehead, Peer  Support Specialist 
awhitehead@helpoffice.org 

Kenny Rose, Quality Improvement Coordinator 
krose@helpoffice.org 

Stafford Sykes,  Client Advisory Board Member 
dwaynee.ss@gmail.com 

mailto:dwaynee.ss@gmail.com
mailto:krose@helpoffice.org
mailto:awhitehead@helpoffice.org


Questions/Comments 
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