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• Design a stakeholder-engaged dissemination plan that 
maximizes the potential for implementation and 
sustainability

• Identify barriers to effective dissemination and ways 
engaging stakeholders can address them

• Describe effective communication channels for 
dissemination including effectively using new 
technology

• Identify two elements to include in your research 
design to assure you are “designing for 
dissemination”, in conjunction with your stakeholders

• Access and use key resources

Learning Objectives



• Context

– Engagement framework to apply to dissemination

• 2 Case Studies

– Continuous dissemination

– Participants as disseminators

– Social Media guidelines and analytics

• Hear from Patient Experience Ambassadors

• Application – selecting & mapping 
tools/approaches

Agenda



Engagement Occurs Across a 

Continuum

From: Health Canada. 2000. Health Canada Policy Toolkit for Public Involvement in Decision Making. Corporate Consultation Secretariat, Health Policy and Communications 

Branch, Health Canada, Retrieved May 29, 2013. < http://www.hc-sc.gc.ca/ahc-asc/pubs/_public-consult/2000decision/index-eng.php>. 

Low level of patient 
involvement & influence

Mid level of patient 
involvement & influence

High level of patient 
involvement & influence

LEVEL 1 LEVEL 2 LEVEL 3 LEVEL 4 LEVEL 5

Communications
Listening

Consulting
Engaging

Partnering

http://www.hc-sc.gc.ca/ahc-asc/pubs/_public-consult/2000decision/index-eng.php


High Touch and High Tech Options



Engagement for Dissemination



Continuous Dissemination and 

Engagement

Adapted from: Lavallee, D. C., Wicks, P., 

Alfonso Cristancho, R., & Mullins, C. D. (2014). 

Stakeholder engagement in patient-centered 

outcomes research: high-touch or high-tech?. 

Expert review of pharmacoeconomics & 

outcomes research, 14(3), 335-344.   



A Fundamental Engagement 

Challenge: Moving Beyond 

“The Usual Suspects”



Diversity of Voices

Dimensions shape:

• Values

• Beliefs

• Experiences

• Expectations

Affect Health 

Outcomes

http://web.jhu.edu/dlc/resources/diversity_

wheel/index.html



Technology as an 

Engagement Tool



Example 1: The Dane 1 in 4 Project

Researchers

AdvocatesHealth Professionals



Branding



Dane 1 In 4 Website & Social Media



Stakeholder Partnering: 

United Way Forum



Sharing Results Back

http://www.dane1in4.org/?q=

node/90



Example 2: Young Adults With 

Depression Module 



Health Experiences Research 

• Interviewing people about 
their experiences with 
particular health 
conditions

• “...encourage the patient 
to tell the story of what 
has happened to them in 
their own way, focusing on 
the issues that are 
important to them.” 

(Ziebland, Coulter et al., 2013) 



Health Experiences Research Network

Steering Committee

Launched in in 2014

Rachel Grob, MA, PhD, Chair

Erika Cottrell, PhD, MPP

Kay Dickersin, PhD

Mark Helfand, MD, MPH

Kate Smith, PhD, MA

Nancy Pandhi, MD, PhD

Mark Schlesinger, PhD



Interviews In Home Or Participant 

Preferred Setting

http://www.healthtalk.org/peoples-experiences/mental-health/young-adults-experiences-depression-

us/depression-and-eating-disorders



Participants Have Control Of 

What Is Shared And How It Is 

Shared….. 
I have reviewed my transcript and have crossed out any material that I wish to exclude. With the 

exception of those sections that I crossed out, I consent to my interview being available in the 

following format(s): 

 

Check all that apply: 

 

  Video recording of interview 

  Audio recording of interview 

             Written transcript of interview 

 

I understand that my interview will only be used in the manner set out above.  If I decide that I no 

longer want my interview to be used on the website (or for any other purpose) it will be removed, 

although I accept that it may not be possible to remove all existing copies from circulation. 

 
Name: (block capitals) __________________________________________ 
 
Signature: ___________________________________________Date: _________________ 



How Does HER Enhance Participant

High Touch/High Tech Engagement?

 Listening to participants to capture a 
wide range of experiences and 
priorities

 Empowering participants by giving 
voice to their story and choices about 
sharing their data

 Bringing in and amplifying voices that 
wouldn’t be heard through other 
engagement activities

 From voice to voices – synthesizing 
themes and disseminating to broad 
audiences– not just peer-reviewed 
literature



Participants as 

Disseminators

• Identify Activities

• Training Program

• Logistics 

(compensation, 

support to others)



Dissemination Activities/Tactics

High Touch

• Conferences

– Tabling

– Poster sessions

– Presentations

• Speakers Bureau

– Local community 

presentations

High Tech

• Social Media

– Facebook

– Twitter

– Reddit

• TV News Interviews

• Letters to editors & 

Op Eds



Hear from our Ambassadors



Training Components 1

– Ambassador Job 

Elements

– Teamwork

– Module’s Message

– Effective 

Messaging 

– Telling Your Story

– Module Review 

Guidance Module 

Topic Facts & Stats

– Social Media

– Traditional Media

– Local Speakers 

Bureau



Training Components 2: Logistics

• Options to pay

• Conference Logistics
• What to Wear

• Financial details

• Behavior & activities

• Guidance for 

Providing Resources, 

Support, or 

Emergency Help

• Who to contact



Training Components 3: Compensation

• Participate in training: 
$50

• Conference base fee: 
$50/day

• Conference exhibition: 
$50 (plus base fee)

• Social Media:
– 15 posts, 5 engagements 

in 1 week: $50

– 5 posts, 2 engagements in 
1 week: $20

– see the Social Media One-
Sheet

• Blog Submission/Letter to 
the Editor/Op-Ed: $45
– If published: +$15, total $60

• Interviews with Media: $25

• Organizing/Presenting at 
Speakers Bureau: $100-
$150
– Depending on whether or 

not other team members are 
involved in organizing the 
event.



• Distinguished from "Participants" and "Engaged 
Stakeholders“/ “Advisors”

• Pre-travel honorariums

• Business Services

• Liability

• Academic Culture

See: "Paying Engaged Stakeholders" in "Compensation and Celebration of Deeply Engaged 
Stakeholders in

https://www.hipxchange.org/DeeplyEngagingPatients

Paying Ambassadors & Other 

Considerations

https://www.hipxchange.org/DeeplyEngagingPatients


Twitter Guidelines

• Conversational

• Multimedia

• Pithy & Relevant

• Discoverable

• Consistent



https://twitter.com/

HealthExUSA



Analytics for ROI



Selecting and Mapping 

Tools/Approaches



Example tools: Visibility Wall

http://blog.hqc.sk.ca/2013/09/30/educatio

n-leaders-study-rqhrs-visibility-walls/



World Café

http://www.theworldcafe.com/



Video Conferencing



Tech Inclusion considerations

• How familiar is you audience with 

technology in general?

• Is the tool easy to use and 

intuitive?

• Is the technology transparent?

• Accessible to non-English speaking 

or low literacy community 

members?

• Can communities use it 

repeatedly?

• Could the use of technology further 

alienate or intimidate users? 

Taylor, T. Plan4Health, Creating Health 

Equity Through Community Engagement



Implementation Considerations

• Expertise
– Knowledge of the tool

– Experience with 
engagement

• Logistics
– Timing

– Costs & 
Compensation

– Supplies

– Location

• Diversity and 

inclusion 

• Pros and cons of 

each tool 

– Mixing tools to 

address cons



Mapping for Continuous Dissemination

Adapted from: Lavallee, D. C., Wicks, P., 

Alfonso Cristancho, R., & Mullins, C. D. (2014). 

Stakeholder engagement in patient-centered 

outcomes research: high-touch or high-tech?. 

Expert review of pharmacoeconomics & 

outcomes research, 14(3), 335-344.   
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Q & A



• Caplan, W., Davis, S., Kraft, S., Berkson, S., Gaines, M., 
Schwab, W., and Pandhi, N. “Engaging patients at the front lines 
of primary care redesign: Operational lessons for an effective 
program.” Joint Commission Journal on Quality and Patient 
Safety 2014;40(12).

• Davis, S., Berkson, S., Gaines, M. Prajapati, P., Schwab, W., and 
Pandhi, N. Engaging Patients in Team-based Practice Redesign: 
Critical Reflections on Program Design.  Journal of General 
Internal Medicine. Journal of General Internal Medicine 2015; in 
press.

• https://www.hipxchange.org/StakeholderEngagementTools

• Arcia, Adriana, et al. "Sometimes more is more: iterative 
participatory design of infographics for engagement of community 
members with varying levels of health literacy." Journal of the 
American Medical Informatics Association 23.1 (2016): 174-183.

• Beresford, Peter. Beyond the Usual Suspects: Towards Inclusive 
User Involvement: Practical Guide. Shaping Our Lives 
Publications, 2013.

Publications and Resources

https://www.hipxchange.org/StakeholderEngagementTools


• Mollett, A., Moran, D. & Dunleavy, D. (2011). Using Twitter in university 

research, teaching and impact activities: A guide for academics and 

researchers. LSE Public Policy Group. 

• Darling, E. S., Shiffman, D., Côté, I. M., & Drew, J. A. (2013). The role of 

Twitter in the life cycle of a scientific publication.

• Bik, H. M., & Goldstein, M. C. (2013). An introduction to social media for 

scientists. PLoS Biol, 11(4), e1001535

• Grande, D., Gollust, S. E., Pany, M., Seymour, J., Goss, A., Kilaru, A., & 

Meisel, Z. (2014). Translating research for health policy: researchers’ 

perceptions and use of social media. Health Affairs, 10-1377. 

• Evans, D. (2014) The Crucial Role of Connectors in Disseminating 

Research Results. WorldBank Blog: Development Impact.

Articles on Social Media



• These materials were created as part of a UW ICTR-CAP collaboration to create state-

of-the art resources to support patient and other stakeholder engagement in 

research. These activities are supported in part by grant UL1TR000427 to UW ICTR 

from NIH/NCATS, as well as the University of Wisconsin-Madison School of Medicine 

and Public Health’s Wisconsin Partnership Program, WPP-ICTR grant # 3086. 

• This work would not have been possible without the participation of those involved in 

Dane 1in4, and the HERN Depression module.

• Thanks to Depression Module Co-PI Rachel Grob, Co-Is Meg Wise and Mark 

Schlesinger

• Dane 1&4, and the Young Adults with Depression Module were supported by the 

Clinical and Translational Science Award (CTSA) program, previously through the 

National Center for Research Resources (NCRR) grant 1UL1RR025011, and now by 

the National Center for Advancing Translational Sciences (NCATS), grant 

9U54TR000021.

• Additional funding for the Depression Module was provided by the University of 

Wisconsin School of Medicine and Public Health, the Wisconsin Partnership Program, 

the University of Wisconsin Medical Foundation, the Center for Patient Partnerships, 

the University of Wisconsin Department of Family Medicine and Community Health, and 

the Health Innovation Program.
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