
 

 

  
CONSUMERS’ COMMITTEE  

                                                 Tuesday, March 20, 2018, 1:00PM – 3:00PM  
                                                       LGBT Center, 208 West 13th Street, Rm 301, NY, NY  

             Conference Call Info: 1-866-213-1863, Access Code 3587454# 

  
Planning Council Members Present: Katrina Balovlenkov (Co-Chair), Billy Fields (Co-Chair),  

Saul Reyes (Consumer At Large), Atif Abdul-Haqq, Lisa Best, Mark Brown, Paul Carr, Maria Diaz  

(Co-Chair, Tri-County Steering Committee), Justin LiGreci, Jesus Maldonado (phone), John Schoepp  

Planning Council Members Absent: Asia Betancourt, Tony Chase, Rose Chestnut 

Appointed Community Members: Randall Bruce, Ron Joyner, David Martin 

NYCDOHMH:  Jose Colon-Berdecia, Melanie Lawrence, David Klotz, Sarah Kozlowski, Jan Carl Park,  

Cristina Rodriguez-Hart, Ph.D., Scott Spiegler, Darryl Wong 

HRSA/HAB Guests: Sera Morgan (Project Officer), Sylvia Moreno (Consultant), Steven Young (Project 

Director)  

 

MEETING MATERIALS DISTRIBUTED:   

 Current Meeting Agenda & Meeting Minutes from February 13, 2018   

 HRSA Communication, 2/16/18, Re; NY EMA Site Visit 

 Planning Council Community Outreach Report, Sept 2017 – March 2018 

 Planning Council Community Outreach Powerpoint presentation, March 2018 

 Outreach Venue Suggestion/Follow-Up Sheet 

 The Wisdom of Experience: A Report on How to Improve Consumer Provider Relationships and 

Keep Consumers Engaged in HIV Care from the Perspective of People living with HIV/AIDS in NYC 

& the Tri County Region, NY HIV Planning Council, Consumers Committee & Living Together, 2/18   

 The Consumer Solar System: A Report from the Consumer QI Project, Consumers Committee 

presentation to the HIV Health & Human Services Planning Council of NY 

 Master Directive, Integration of Care Committee, NY HIV Planning Council, approved 4/28/16 

 Ryan White Part A Community Advisory Board (CAB) Best Practices & Recommendations, 

Consumers Committee, NY HIV Planning Council, November 2013 (for HRSA visitors) 

 Narrative: Part A Community Advisory Boards (CABS) from Best Practices Survey (for HRSA visitors) 

 Food & Nutrition Services Consumer-focused questions & Community Input opportunities 

 Internalized HIV-Related Stigma, Infosheets, MMP (Medical Monitoring Project), Centers for 

Disease Control & Prevention, March 2018  

 March 2018 Meeting Evaluation 

 March & April 2018 Planning Council calendars 

 

WELCOME/INTRODUCTIONS  

Co-Chairs Billy Fields & Katrina Balovlenkov opened the meeting with a warm welcome to our federal 

partners from HRSA (the Health Resources Services Administration). Jose Colon Berdecia led the group 

in a moment of silence in memory of those lost and in honor of those continuing the fight. After member 

introductions and the reading of the Rules of Respectful Engagement, the minutes of the February 13, 

2018 meeting were accepted as presented.  

 

  



 

 

Sera Morgan, Project Officer, Steven Young, Director, Metropolitan HIV/AIDS Programs and Sylvia 

Moreno, Administrative Consultant introduced themselves. Ms. Morgan, who also oversees the New 

Haven, CT and Patterson, NJ EMAs noted that she is also in frequent contact with the NY EMA through 

her participation in Executive Committee conference calls and had last visited the NY EMA in March 

2013.   Importantly, it was noted that this site visit is intending to be a learning experience for all, 

reflective of our excellent national standing as an EMA. Mr. Young has been involved in HIV/AIDS since 

1984, beginning his career in HIV/AIDS in Patterson, NJ. Ms. Moreno has worked with all parts of the 

RW CARE Act as well as having worked for the Dallas HIV Planning Council and will be focusing on PC 

and grantee operations, administration and committees, consumer involvement and consumer 

experience and satisfaction. Katrina Balovlenkov announced her resignation as Committee Co-Chair, 

noting that Planning Council leadership will be appointing another co-chair.   Darryl Wong, Planning 

Council committee liaison reviewed the meeting agenda and materials. 

 

Katrina Balovlenkov reviewed some of the Committee’s accomplishments:  

 an invigorated Planning Council community outreach/member recruitment plan,  

 the development of the CAB (Community Advisory Board) Best Practices survey and the 

development of guidelines and recommendations regarding recruitment, retention, input and 

feedback processes  

 the re-development of Planning Council Consumers Committee brochure, in English and 

Spanish, 

 the formation of ad-hoc committees and workgroups to work on consumer-specific issues, 

 consumer advocacy in housing and Hep C treatment issues,  

 ongoing trainings, including the Team Building Retreat and  

 the Consumers Committee presentation on the Consumer Solar System at the  Power of QI 

conference in the February 2018 

 

PUBLIC COMMENT 

There was no public comment. 

 

PLANNING COUNCIL UPDATES 

Paul Carr, Committee member, spoke to the daily challenges of maintaining healthy, accessible and 

medically appropriate nutrition for PLWHAs in independent and congregate programs and settings. 

With the current Food & Nutrition Services (FNS) service directive currently being re-developed, it was 

underscored that this is an opportune time for consumers to contribute their perspectives and lived 

experiences regarding access to healthy food and nutrition services. Some consumer-centric questions 

to be explored include:        

 Are there services where you receive FNS that are NOT provided that you see or have a need for?  

What services do you think should be added or improved at the agency where you receive FNS? 

 Does your FNS program provide nutritional counseling? Have you encountered challenges in 

accessing this service? If yes, what are some of the challenges in accessing FNS at the agency 

where you receive services? 

 If you have specific nutritional needs such as dietary restrictions, food allergies or other chronic 

conditions, e.g., diabetes or high blood pressure, how are those needs met? What does the 

program where you access FNS need to add in order to be able to meet these nutritional needs? 

 Are there any referrals given for the services needed? How can these needs be better navigated or 

improved? 

 Does your FNS provider work with you to address any of the following issues that you may have? 

• Immigrant/Immigration issues 

• Homelessness and unstable housing situation  

• Substance Use 

• Multiple chronic conditions  

• Geographic accessibility across the five boroughs 



 

 

• Receiving high quality nutritional food   

 Assessing/providing feedback re:  the nutritional quality of food provided  - Are you asked to 

provide feedback? 

 Overall, have you had any issues in accessing services? If you are an immigrant or homeless, 

have you faced challenges in accessing services at your FNS program? Are there any 

requirements to access services that you must meet? If so, what are they? Do you think your 

feedback is reflected in the delivery & outcome of your FNS services? 

 

In addition, flyers and announcements opportunities for consumer input regarding FNS were 

distributed and members were asked to circulate widely.  It was also mentioned that the allocation 

amounts to the FNS category have remained steady for several years and have not kept up with 

demand. 

 

Saul Reyes, Consumer-At-Large, reported that: 

 Needs Assessment (NA) hosted four presentations by service providers on Transgender women 

of color, identifying issues such as increasing PrEP uptake, differences in viral suppression and 

access to services. 

 Priority Setting & Resource Allocation (PSRA) met to discuss the transfer of much of the allocation 

out of ADAP, using a stepped-down approach, resulting in an increase in the allocation to FNS  

of $2.625 million, which will allow contractors to increase service capacity by 10% as well as 

providing higher quality meals. It was noted that some consumers felt rushed in making this 

decision, although this unmet need has been noted in our previous Part A applications. 

 Integration of Care (IOC) will be meeting to discuss unmet need, gaps and access to services in 

the Food & Nutrition Services service category; the service directive is currently being re-

developed in anticipation of the contract re-bidding this Fall. 

 

Maria Diaz, Co-Chair of the Tri County Steering Committee (TCSC), reported that the committee voted to 

reallocate funds from the Medical Case Management category and to use those funds to increase the 

FNS category by $170,165 and to fund the new Emergency Financial Services (EFA) category at 

$250,000.  Also,  the Tri County award has been increased by $330,000 to reflect the $300,000 allocated 

(plus 10% for grant administration) for Housing programs.  Lisa Best spoke of the food program in the 

Tri County region which focuses on healthy nutrition through educational presentations and access to 

healthy foods for those with co-morbidities, i.e., diabetes and hypertension.  

 

Jose Colon Berdecia, Planning Council Community Outreach Coordinator, updated the Committee on 

outreach recruitment activities, spanning 31 outreach events citywide, reaching 395 consumers.  It was 

noted that the distress experienced by immigrant and undocumented individuals who are fearful of 

ICE and deportation has had a negative effect on the numbers of such individuals who show up for or 

are seeking services.  The Outreach Venue suggestion sheet was re-distributed to members, who are 

asked on an ongoing basis to identify both traditional and non-traditional venues from which members 

may be recruited; Mr. Berdecia will follow up with engagement activities at these venues. Mr. Wong 

highlighted the outreach brochure, noting the moniker, Nothing About Us Without Us and the refocus of 

consumer committee involvement towards quality of care and quality improvement initiatives. 

 

THE CONSUMER SOLAR SYSTEM: THE WISDOM OF EXPERIENCE 

Cristina Rodriguez-Hart, Ph.D., Epidemiologic Liaison to the Planning Council, briefly summarized the 

PowerPoint presentation of the Consumer Solar System.  As previously noted, the (9) recommendations 

derived from the NYC and Tri County focus groups, will be framed around four (4) domains: initial HIV 

diagnosis, mental health issues, family & peer support and consumer engagement/empowerment.  

Among lessons learned, the Consumer Committee learned about qualitative research methods and 

analyzed their own data using rigorous and replicable methods.  Consumers felt empowered by the 



 

 

process, which addressed the desire to tell their own stories.  Compelling quotes and concrete 

recommendations can guide action, highlighting how qualitative data can address gaps in what 

quantitative data can show.  Overall, the process gave consumers a greater appreciation for their role 

on the Planning Council and have provided impetus for consumers to seek greater integration into the 

work of the other committees. 

 

The Quality Improvement Subcommittee has been discussing monthly how these recommendations can 

be operationalized and integrated into the work of other committees, primarily Needs Assessment and 

Integration of Care, as trauma-informed care, sensory & physical disabilities, person-first language 

and trans-sensitive care have been integrated into the current Master Directive,  as well as 

disseminating this process to other EMAs, including presenting at local and national conferences, 

publishing this work in peer reviewed journals and advising on approaches for other consumer bodies 

and provider networks. 

 

CONSUMER COMMITTEE/HRSA DIALOGUE 

Ms. Morgan and Mr. Young re-iterated their enthusiasm for the QI project to be presented at the HRSA 

national conference and announced that the call for abstracts has been announced.  While there is not 

a specific consumer track, there are several other tracks where this presentation would be 

appropriate, i.e., increasing access, engagement and retention in care, data utilization, leveraging 

innovative practices to increase outcomes, clinical quality management and quality improvement, 

Ryan White planning and resource allocation & Ryan White fiscal management. Unfortunately, there is 

no scholarship funding available, except for Part B and Part C recipients.  There is a maximum of eight 

(8) slots allotted to each EMA.   

 

Billy Fields noted that there is an overall lack of funding for CABS, which dis-enfranchises the consumer 

from providing ongoing input into an agency’s service. The CAB Best Practices and Recommendations 

was presented to our HRSA guests, noting that the top three barriers to participation in CABs include  

1) consumers lack of interest, 2) lack of incentives/compensation and 3) lack of funding for consumer 

boards.  Further, being an unfunded mandate creates a disincentive for programs to support this 

important input and feedback mechanism.  Patient-centered care can be elusive if consumers/clients 

needs and perceptions are not sought, acknowledged or acted upon. There is a need for greater 

interest and support on behalf of the Grantee and Public Health Solutions.  In response, Mr. Young 

remarked that the Part A program does not have a programmatic set aside for the fiscal support of 

CABs (Part C does) so funds would have to come from the 10% administrative aggregate or from 

Clinical Quality Management initiatives.  It was suggested that a deliverable payment point for the 

creation and maintenance of CABS be instituted and that the focus be on the quality of the CAB as 

opposed to solely its existence. David Martin, former Consumers Committee Co-Chair, noted that there 

is an overall lack of benchmarks for CAB operations and that input, framed as advisory in nature, may 

create a dynamic where input and feedback can be dismissed and ignored.  Any focus on ending the 

epidemic, as in NYC’s local ETE initatives, needs active and vital consumer participation and support.    

Mr. Wong noted that an agency devoting four (4) staff hours per month to the support of CABs would 

represent a 2.5% FTE (full time equivalent, based on 160 hours per month), calling to question whether 

lack of funding or lack of political will is the root cause for this unmet need.  Lisa Best, of the Tri County 

region, brought up the issue of the lack of consistent grievance procedures, involving breaches of 

confidentiality, retaliation in response to client grievances and overall lack of accountability vis a vis 

delivery of services to a population which may have experienced serious trauma.  

 

Steven Young and Sera Morgan of HRSA provided some observational feedback from their visit, 

including 1) the passion and commitment, demonstrated on both individual and group levels, is 

palpable, 2) the Committee demonstrates a level of organization and sophistication in its approach and 

is unparalleled nationally, 3) the Planning Council’s annual evaluation of the administrative mechanism 

is an opportunity for stakeholders to weigh in on programmatic accountability, 4) there will be follow-



 

 

up on the issues raised and will be addressed in HRSA’s follow up site visit report and 5) while site 

visits are now scheduled every four years, there are now open lines of communication for consumers 

to weigh in with HRSA. 

 

ADJOURNMENT 

There being no further business, the meeting was adjourned at 3:30PM 

 

 


