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Purpose 
This statement summarizes the outcomes of the SSP Indicators Convening, the University of 

Washington Supporting Harm Reduction Programs (SHaRP) team hosted from June 6th to 7th, 

2023 in the Chicago area. The original purpose of the convening was to identify indicators the 

workgroup felt would be ethical and potentially useful for harm reduction programs to collect 

and/or track. During the convening several themes emerged around data collection, 

relationships with funders, programmatic autonomy, and data ethics that the group felt were 

essential to accompany recommended indicators. The following is a list of concepts the 

workgroup developed that now serve as the findings from the convening. These findings are 

meant to be read and understood prior to reviewing the indicators that have been vetted and 

approved by workgroup members.  

 

Overview 
The SHaRP team received and reviewed over 200 applications for the convening from SSP staff, 

volunteers, board members, and participants; researchers; funders; and, state-and-local 

government employees. The SHaRP team selected thirty-eight convening participants, primarily 

SSP staff, based on their harm reduction direct service and data experience. Thirty-six were able 

to attend. Of these, two-thirds (n=24) had a current SSP affiliation, and most of the remainder 

had a past SSP affiliation. 

Prior to the convening, the SHaRP team provided workgroup members with a literature review 

on good practices and ethical data collection at harm reduction programs, which included peer-

reviewed articles, white papers, and grey literature from programs and drug user organizers.  

Concepts from this literature review were also presented at the beginning of the convening. 

During the convening, the workgroup discussed challenges related to data collection and 

reporting at harm reduction programs. While most workgroup members saw benefit to data 

collection for the purposes of program improvement, there was not agreement about other 

important aspects of data collection. This included concern that the potential burden of 

collecting data with few resources outweighs its benefits, as well as potential harms to program 

participants caused by individual-level data collection (i.e. data collected directly from harm 

reduction program participants). An additional consideration was how over-burdened SSP staff 

are and that they are often members of marginalized groups themselves. Thus, when setting 

data collection parameters, it is essential to consider the vicarious trauma harm reduction staff 

face in addition to the lived/living experience they carry. As a result of this dialogue, workgroup 

members determined that identifying recommended indicators was not the priority of the in-

person time, and instead the workgroup discussed what might be useful findings from the 

convening.  

https://www.sharpta.uw.edu/
https://www.sharpta.uw.edu/


   

 

 
 

 

Findings 

The workgroup identified core principles that should supplement recommended indicators. 

Some of these agreements were informed and supported by the literature review, as shown 

below.  

The SHaRP team summarized the notes from the convening into the below agreements and 

reviewed the first draft of the below during a virtual meeting all convening attendees were 

invited to.  Members of the original workgroup reviewed them for accuracy.  

This section of convening findings is related to how funders and other stakeholders with 

power can support harm reduction programs to collect data ethically. 

• Harm reduction’s efficacy has been proven by decades of research. Programs should not 

be made to justify their existence to the public through accumulation of additional 

evidence by way of unnecessary data collection, such as extensive information about 

naloxone utilization or personal health information like HIV risk or status.  

• Harm reduction programs should not be used to surveil their participants, which has 

been critiqued in the past, and instead data should be used to advance the goals of the 

program.i 

• As stated previously by drug user organizersii, mandatory data collection is unethical and 

should not be required for either funding (on the program level) or services (on the 

participant level). 

o Funders who have reporting requirements should be explicit about which data 

points are required. Ambiguous language encourages over-collection due to fear 

of losing respect or funding if data is not collected.  

o Funders should publish data collection and reporting requirements with each 

request for application (RFA)/request for proposal (RFP). Funders should offer 

specific, targeted guidance to programs who are new to data collection. 

▪ Funders should consider tailoring data reporting to individual 

organizations’ systems and preferences rather than requiring the same 

data from all recipients. 

o To assess utilization of grant funding, funders should focus on program-level 

instead of individual-level data. 

• Funders, researchers, and public health officials should recognize that harm reduction 

programs own their own data and should not expect to be given access to individual-

level harm reduction program data. 

o Any individual-level data that is provided to funders should be made clear to and 

approved by program participants. Collection of these data must have a clear 

public health benefit and an explicit purpose and analysis plan. 

o Even optional reporting can be coercive given the power dynamic. 



   

 

 
 

• Funders should include a budget for participants to be compensated for providing any 

personal information that is not directly tied to a service, which has been advocated for 

previously.2,6,7 

 

This section of convening findings is related to what harm reduction programs might consider 

and implement to collect data ethically. 

• Any data that could be potentially incriminating must be completely anonymous. 

• Although participant enrollments or unique identifiers are sometimes required by law 

and may thus protect participants from legal repercussions, they are generally coercive 

and unethical due to the increased barrier to receiving services, higher level of 

participant tracking, and frequent use of identifiers (whether in full or in part). 

Collecting these data can inhibit trust with program participants. The SHaRP team has 

described these challenges in greater detail here.  

o Lifesaving services should have the lowest possible barriers to access. 

• As a standard good practice2,6,7,10, any aggregated participant-level or program-level 

data that harm reduction programs collect should be shared back/made available to 

participants in multiple ways and in plain language an appropriate literacy level. 

• Collecting less data increases the likelihood that programs can feasibly use or share 

findings. Harm reduction programs often have limited capacity to analyze their own 

data and funders should build in dollars for training and dedicated staff time – thus 

improving data stewardship.  

 

This section of convening findings is related to considerations for harm reduction programs 

and funders when deciding which data to collect and how. 

• As shown in previous researchiii, individual-level data collection may be damaging to 

rapport between harm reduction program staff/volunteers and program participants, 

even if the participant can decline to answer. Funders and harm reduction programs 

may enhance rapport by limiting intrusive questions and/or reducing data collection 

frequency, and focusing instead on program level and service level data collection. 

o Data collection that is intrusive or too frequent (e.g. encounter-level data) may 

result in poor-quality data (as shown in previous research3,iv) and should be 

minimized or ceased.  

• When designing data systems, program participants should have input into which data 

are collected, as advocated by other drug user organizers and researchers2,v,vi,vii,viii,ix,x,xi,xii. 

Input from Black, Indigenous, and other participants of color, as well as gender and 

sexual minorities who have been historically and systematically harmed by legal and 

health care systems should be emphasized. Participants who have been directly harmed 

https://www.sharpta.uw.edu/syringe-services-program-monitoring-and-evaluation-resources/using-unique-identifiers-within-syringe-services-programs/


   

 

 
 

by the War on Drugs (e.g. history of incarceration, child removal, being unhoused) and 

those who have been economically disenfranchised should also be included. 

o In every instance participant level data collection questions should be framed 

with neutral and non-triggering language. 

• Limiting quantitative individual-level data collection may create space for storytelling 

and support a narrative for the program rooted in qualitative data and participants’ 

voices. 

o Any qualitative data collection should be tested to ensure questions are not re-

traumatizing. 

o As with quantitative data collection, qualitative data collection should be 

optional. 
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