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The CAPS Statement of Principles, Values and Beliefs [IAppendix G] serves as our “north
star,” guiding all we do. In addition, the following practice tips should be useful to anyone
thinking of using an Al approach:

* Begin with yourself. Practice being appreciative of yourself and others. Catch people
doing something right and acknowledge them for it.

* Read something about Al and its foundations and applications (Appendix H)

* Practice crafting appreciative questions.

* Try some Al interviews with your co-workers and family.

* Begin meetings with appreciative questions like “describe something that you/we did
really well this week, something that made you excited and proud of our work
together. What made that possible? What can we learn from this?”

* Encourage your friends or clients’ (and your own) sense of adventure and innovation.
Help them understand that no one really knows precisely where this (or any other
real change process) will lead.

Fundraising

How to get started

One of the challenges for consumer initiatives in health care is the lack of reliable or
mainstream funding; therefore workshop organizers may need to fundraise to achieve their
goals. Fundraising for consumer involvement in patient safety is challenging, because it is
not something that has been historically supported. Planners for many patient safety
meetings can safely assume that participants will have some aspect of patient safety in their
job descriptions. They may have organizational budgets to turn to for expenses, perhaps
even a registration fee. These assumptions cannot be made for consumers who have an
interest in patient safety. Participation in a workshop usually will not be covered by another
organization’s budget. Moreover consumer travel may require missing work or paying
additional expenses such as child care for days away from home.

But these challenges make fundraising for consumer involvement rewarding as well. Asking
for support for consumers is easy to explain and has not been overdone. People who enjoy
fundraising are likely to find that most people will quickly get why this work is important.
Given survey data suggesting that over 40 percent of Americans have experienced medical
error either directly or through a family member or close friend, many people with funds to
contribute may themselves have personal experience that will help engage their interest. ’, 8.

It should also be remembered that fundraising has collateral benefits. Done well, it can
serve to gather grass roots and broader community support, foster awareness for the cause,
gain free publicity and facilitate networking with like minded advocates and change agents.

We recommend that the workshop planning group include at least one or two persons with
some experience with fundraising. Other group members can be encouraged to approach it
as a learning experience. We suggest that they refer to the annotated Fundraising 101 slide
set and the “Grant Writing/Fundraising” resource area on the CAPS web site for introductory
information on fundraising.
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Consumers Advancing Patient Safety has learned that fundraising takes time and serious
planning to be successful.
* Research on possible donors, foundations and private citizens to approach is
imperative.
* Think “outside of the box” when identifying potential sources of funds. Often money
goes unused each year because no one applies for it.
* Plan the event carefully, with a budget and clear objectives. See Appendix | for a
sample budget template
* Make sure to allow enough time for each portion of the preparation and for possible
delays in receiving funds once they are awarded.
* Adjust spontaneously.
* Never underestimate the importance of a nurtured network of like-minded individuals
in facilitating access to funds.
* Learn from the experience.

CAPS and its partners have employed several strategies to help cover the basic costs of its
workshops and other events:

» Scholarship sponsorship and grants: Small donations (@$3,000) to cover the
expenses of individual consumer participants can appeal both to individuals and
corporations

* Government grants: both AHRQ and the Regional office of the US National Library of
Medicine have provided support for programs CAPS has held or participated in.

* In-kind support

* Waived or discounted fees/expenses

* Volunteerism

Below we will outline several approaches that have been successful for raising funds to
support the consumer workshops we facilitate.

How to get funding for consumer participation

As noted above, healthcare consumers often do not have employers that will cover their
participation in patient safety meetings. Attendance at such events often entails taking
vacation days from work or paying out of pocket to cover travel, meal and accommodation
costs. These expenses can become obstacles to greater consumer participation in work to
improve patient safety.

In order to mobilize consumer participation, CAPS invited interested organizations to provide
scholarships to cover the costs of consumer participants in the San Francisco and
Vancouver events (see for a sample letter of invitation to join the planning
group) and consumer scholarship opportunities. Each scholarship was used to cover the
costs of a participant, for example, air travel, local transportation, meals and other pre-
approved expenses.

Attendance for front line practitioners can also be problematic. Training budgets have been
slashed in recent years, and participation in meetings where continuing education units
(CEUs) are not given may not be covered. Every effort should be exercised to keep costs
down in case these dedicated people also need to finance their own participation in the
workshop events.

i
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Who to approach
Scoping out potential funders can be started by thinking about these questions:

Which organizations would benefit from this project?

Which organizations have members who would benefit from this project?
Which organizations or persons will want to participate or can help us identify
participants?

These questions will help the planning group identify stakeholders and potential sponsors.
Reach out to a wide field, with a persuasive “ask” and follow up plan. This puts you in a
position to “get lucky.”

What about the ask?

In CAPS’ experience, the fundraising “ask” always incorporates a persuasive case
statement designed to explain to potential donors why they should support this workshop
initiative (see for a Statement of Case). Key elements include:

Background: Generally a description of the patient safety movement with some key
features highlighted that pertain to the goals and objectives of the event

Need: A description of deficits that stand in the way of consumer involvement or
consumer/provider/policymaker partnership

Objectives: These should track the goals set forth in the agenda, either in detail
or overview

Timeline: Basically, your plan from beginning to completion of deliverables
People: This section should describe the kind of participants you intend to invite

Outcomes: It is important that you think through your event well enough to identify
specific deliverables such as a policy, a program, an action plan, or a mission

Role of Sponsors: This section should outline for sponsors the roles they can play
as participants, nominators of participants, planners or advisors. It should also
explain how they will be publicly acknowledged/thanked, outlining different funding
levels if you have them.

It's very important to appropriately acknowledge and thank the sponsors for their support

(See Eggendix g and Eggendix M for examples used in CAPS programs). Include the
sponsoring organization’s logos in all workshop materials, communications and websites.

Once development and meeting funds are in hand, the participants selected and prepped,
the agenda formed and the logistics in place, it is time to roll the program out. The next
section shares the CAPS model of a workshop drawing from four workshops in which they
have applied and refined their method.
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PART 1 SEcCTION Il
WORKSHOP EVENT

H B EEBN
How is the Session Structured?

The Appreciative Inquiry approach has been used by CAPS to structure a number of other
patient safety events since its formation. Outcomes have included:

* Formation of CAPS

* Launch of the World Health Organization’s Patients for
Patient Safety (PFPS) Initiative

The London Declaration (Pledge of Consumer Partnership)

Development of CAPS Statement of Principles, Values and Beliefs (see
Establishment of a consumer network in the Americas

Development of a series of products to be developed by the group to disseminate its
collective work (see

* Development of an initial action Ian for the Eastern Mediterranean Regional Office
(EMRO) of WHO

Although agendas varied from event to event, the structure of the process generally
is as follows:

» Selecting a focus area or topic(s) of interest

e Using Al questions designed to discover strengths, passions and the “best of what is’
(mapping to the Discovery phase of the 4D Al cycle)

* Identifying patterns, themes and/or intriguing possibilities and crafting these into bold
propositions of “what could be” (mapping to the Dream phase of the 4D cycle)

* Co-determining "what should be" through a process of envisioning, mission
articulation or the development of goals, principles or priorities for “what should be”
(mapping to the Design phase of the 4D cycle)

* Prioritizing and action planning to achieve “what will be” (mapping to the Destiny
phase of the 4D cycle)

These elements have been successfully woven into a 2-day session format under the
sample agenda structure provided in this guide as and is illustrated below.

How Does it Work? An Example of the Appreciative Inquiry Workshop Process

Every workshop is different. The best way to understand the process is to experience it.
With that said, what follows is an outline of an adapted Al approach to engaging a
community of consumers and providers in collaborative patient safety work.

Module 1 — Welcome and Logistics

This module is straight forward. We recommend that participants be welcomed by consumer
leaders. Meeting supporters should be thanked. Facilitators should be introduced.
Objectives, Agenda, Roles and Rules (the OARRs model) should be covered emphasizing
the importance of trust and respect, and questions should be taken. We ask participants to

(i
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approve the agenda to help us hold them to it later on. Participants should be reminded that
they will be working hard over the course of the event.

Module 2 — Overview and Orientation to Topics

Consumers will probably need orientation to the patient safety movement, if not to the
basics of seeing patient safety through the lens of human error and systems approaches to
improvement. See for a readings list to acquaint individuals that might be new
to safety with an introduction to some basic concepts. In addition, The Partnering for Patient
Empowerment through Community Education and Awareness program, in which CAPS was
a partner, has developed an Introductog slide sej template with notes as a model
presentation to those new to patient safety and concepts of human error and safety science.
See http://www.galter.northwestern.edu/ppeca/ for more information.

At this point in the session sponsoring organizations may want the opportunity to welcome
or issue a request for assistance. The goal of this portion of the workshop is to provide
context. Keep in mind that attending workshops like this might be a completely new
experience for some consumers. And working with consumers in an intimate setting like this
might be unusual for healthcare professionals as well. Watch for signs of discomfort, and
remember that several participants will be wondering how much to trust the process or the
facilitators at this juncture.

Module 3 — Questions and Stories

If you did pre-workshop interviews, there may already have been considerable pre-work
done to build relationships between participants. But it still serves a valuable purpose for
attendees to the workshop to introduce themselves and briefly share their stories.
Alternatively, we have had the pre-workshop interviewer

introduce the person he or she interviewed, and that has “The stories of
worked well. Staff and facilitators should also be included

in this exchange. Facilitators should be acutely aware of others Clearly
the personal nature of this portion of the event. Individuals showed that my
understandably can become angry and emotional. If they cf

aren’t accustomed to speaking about their experiences yet, wife’s tr?gedy
they may utilize more time than the meeting planners have was not s1mp1y
allocated for this portion qf the dgy. W_hile it i_s impor_tgnt to an isolated,
respectfully allow for sharing during this section, facilitators

need to be prepared to intervene if a story is unfortunate
disrespectfully long. This conveys the importance for incident.”
everyone to take responsibility for respecting the time

frame and structure of the event they are here to make

successful. It helps to articulate the need to keep to a time Vancouver Workshop
schedule verbally to develop a shared mental model on the participant

need to keep the initial story presentations within the time October 2006

limits so everyone present has an appropriate opportunity

to share.

This session initiates the Discovery phase of the Al process at the workshop. The objective
goal here is to appreciate and value the best of what is in the experience of participants. It is
important to capture the insights that emerge from participant stories on paper or graphic
pictures. This can be done through asking participants to share or, if paired interviews were

i
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done, asking participants to share the experience of the person they interviewed. Rich
content is invariably produced. This process should not be hurried. Depending on the
number of participants, it can take several hours. Some people will speak up sooner than
others. The subjective goal of this phase is to foster an atmosphere of trust, respect and
collaboration.

Module 4 — Big Hairy, Audacious Dreams

Typically a break, such as a meal, is taken between the Discovery phase and the Dream
phase of the Al process, which should be fed by the insights and images produced earlier.
The focus of the Dream cycle is “what might be” and it is typically launched by another
inquiry, such as:

If you could transform healthcare in any way you wish, what would it look like in 20 years
and which three things would you change first?

CAPS has had success in asking people to use the device of a letter to the future, written by
them on the hypothetical eve of their retirement from their life’'s work to a trusted successor,
about the things that had been accomplished and the meaning of these accomplishments.
These letters are then gathered and digested by a small group of volunteers, who use the
content to develop a concept of the future.

In the Houston workshop, volunteers worked late into the night, returning to the group in the
morning to start Module 5.

Module 5: Articulating the Dream

Building on the languages and images shaped in Modules 3 and 4, the Founding Advisors of
CAPS started Day 2 by reviewing and refining the following draft statement synthesized
from their letters to the future:

We are the lifeline for patients, their families and healers who suffer
medical error. We are the consumer advocates who find and partner
with healthcare leaders to form communities of concern for excellence
and for the person in healthcare. Together we make safety come forth
from the expectation that we the consumers set for healthcare that is
compassionate, safe and honest. Our National Healthcare Safety Board
oversees the error reporting system and assures that medical licensure
depends on learning from medical error. Our local Citizen Advisory
Boards are partners with those facilities that support healing and restore
hope, making them the places where patients want to go. We work with
the medical schools to teach the written and unwritten rules that go with
you when you are sick. We will not go away. We are the lifeline.

During this module, several people who had been quiet the night before became active.
Creative energy was flowing.

[-ﬂi'i
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Module 6: Training or Guest Speaker & Module 7: The Fishbowl

These are optional modules that we have used when the participant group has been
weighed heavily with consumers. It provides the opportunity for consumers to obtain new
skills or to meet thought leaders in the patient safety community. It also provides the
reciprocal opportunity for leaders to get feedback and hear the wisdom of the patient. They
are never dull and we have witnessed interchanges between speaker/panelist and
consumer participants get heated. Facilitators have to be prepared to intervene. With that
said, these are most often enormously rewarding experiences for “both sides.”

Module 8: Goal Setting

Participants are typically energized by what had been created during the Dream phase of
the workshop, even if they didn’t completely agree with it! This energy fuels the Design
phase, the focus of which is “what should be.” We like to use both large and small group
exercises to generate work product. During the Houston Workshop, this process involved
distilling the Module 5 Dream statement presented above into articulations of vision, mission
and goals:

VISION

We envision a partnership
between consumers and
providers to create global
healthcare systems that
are safe, compassionate
and just.

MISSION

* To be a champion for
patient safety in a new
healthcare culture.

* To be a voice for
individuals, families and
healers who wish to
prevent harm in
healthcare encounters.

* To teach the health care
community what
consumers and providers
need to know whenever
they interact within
healthcare systems.

GOALS

Goal #1: Establish national
consumer-led patient safety boards

Goal #2: Create local consumer-
led patient safety advisory boards
in every community

Goal #3: Institute non-punitive
national patient safety
learning/reporting systems

Goal #4: Establish an education
effort on patient safety for
providers and consumers

Goal #5: Develop a patient safety
awareness campaign that
emphasizes patient and healthcare
community partnership with trust
and open communication

Goal #6: Put into place systems
that provide just compensation
and alternative routes to justice for
patients who are harmed in
interactions with the healthcare
community

[-ﬂi'i
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This example illustrates the richness of content that can be generated during the Al process.
It is thought work that is both inspiring and taxing, and participants will react differently.
Meeting planners need to build in breaks. Participants may give facilitators feedback about
working too hard. If that happens, it helps to have warned people during the early modules.

Module 9: What will Be

The Destiny cycle (innovating “what will be”) was a half day of programming that rolled out
largely through small group work facilitated by volunteer moderators. Essentially this was
strategic planning focused on identifying resources, knowledge gaps, interim milestones,
timelines and participant commitment to future actions.

Module #10: Wrap-up

During this final portion of the event the products developed during the workshop should be
finalized and next steps outlined. Workshop participants make personal commitments to
carry forward the work started during the workshop process. This session ends with an
opportunity for every participant to share thoughts about what they have experienced and
about the future of patient safety and to celebrate what has been accomplished.

HE EEENI

Once a workshop has been held, the Al .
process complete, it is envisioned that WOI'kShOP Picture placeholder:

the stage has been set for a new, perhaps one Of the group ShOtS
consumer-led initiative to be launched. k h d f h f
As mentioned above, CAPS has taken at the end ot the event o
facilitated the development of several everyone who attended a

initiatives that are currently thriving on
the international patient safety stage. WOI'kShOp would work well
Readers can visit here.

http://www.patientsafety.org for the

latest information on current CAPS

programs.

B
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PART 1 SEcTION llI:
WORKSHOP EVALUATION AND PARTNER RECOGNITION

H B EEBN)

Why Evaluate?

Program evaluation involves collecting information to make
decisions about improving the program. Program evaluation is
not about proving success or failure, but it is essential to
making adjustments for improvement by remaining open to
continuous feedback. Evaluation is a way to measure whether
you achieved your program goals and objectives. Based on
responses, the content, location, speakers or agenda may
need to be adjusted so that the program meets its goals

and objectives.

It is also important to engage the participants in future events
that will be supporting the issue they have come together to
fix. Giving them the opportunity to weigh in on the proceedings
and future activities will allow them to feel more important and
will facilitate the meeting planners learning from their
attendees. It is important to follow up and act on what is
learned, otherwise the promises can be seen as empty and
insincere, which is not a feeling you want individuals who are
being recruited to drive change

in patient safety to feel.

“The session gave
me the sense that
this is the beginning
of something
important and that
we can all play a
part in moving it
forward.”

San Francisco

Workshop participant.
May 2006

Lastly, evaluations are effective tools for communicating the success of your program with

funders and other organizations.

What Do You Measure?

It often helps to think of your programs in terms of inputs, process, outputs and outcomes.
Inputs are the various resources needed to run the program, for example, money, facilities,
participants and program staff. Process evaluation is how the program is carried out and the
success of putting the workshop or program together. Questions may include:

* Was the size of the room appropriate?

*  Were the speakers good?

* Were the handouts useful?

* Was the length of time for the program appropriate?

(i
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Outcomes evaluation attempts to determine whether the participants learned from the
program and if they will use and disseminate the information. Outcomes are the impacts on
the targeted population. Questions may include:
* How will you use the information you learned?
* How will you use the energy/passion/aspirations and vision articulated during the
course of the workshop in your work?
* List the three most important points you learned.

How do you gather the information you need?
. Evaluation forms should typically be short. See for a sample form.
. They should facilitate both quantitative and qualitative responses.
. They should allow for follow up from the meeting planners

Survey capabilities on the web can also be utilized. The strategy of asking participants to
share their thoughts after they have been home and rested from a powerful educational
event may work well for this audience, especially if they are comfortable with technology.

Email communications can also be used to continue a conversation with your participants
and help get them into the loop of disseminating announcements and other information
about your organization after the meeting is over. Care should be taken when utilizing email
as a distribution and communications tool. Always ask if you can use their email address,
and give each participant the opportunity to opt out of email distributions.

What has CAPS Learned from its Evaluation Process?

Most consumer participants in the workshops we have
facilitated describe the events as having been an important
“Unquestionably experience in their lives. Many have reported a change in
3 the way they think about medical error or a deeper
the simultaneous understanding of the issue as a result of their participation.
translation of Most indicate at workshop end their willingness or intention
. . to stay involved or become more involved in patient safety
ideas .was.a major activities. Post-workshop networking has been very active
contrlbutlng via email, and we are witnessing the emergence of an
factor to the international network that is exciting to see.

success of our Health professional participants in the workshops we have
workshop.” facilitated have indicated that the event got them to identify
as healthcare consumers — we all are, after all — more than
they had in the past. Post-workshop we have seen several

San Francisco consumer participants be invited by provider participants to
Workshop participant. play new roles as consumer advocates or spokespersons.
May 2006 We believe this to be indicative of trust having been

generated, but it probably also is fair to say that these events
help providers observe and select those consumers they feel
have the most to offer.

i
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Products produced during the workshop have also received positive attention. The vision
statement produced by the Houston workshop — to create healthcare that is safe,
compassionate and just — resonates widely. Our mission, goals, principles and beliefs
appear to have enduring relevance.

Another product, the London Declaration [ produced during the London
Workshoi in 2005 is widely quoted and acclaimed for its authentic pledge of partnership.
App

shares a collection of products developed by the Canadian champions during
the Vancouver session. In addition, a was generated from work at the Vancouver
session to help new patient safety initiatives measure and evaluate their progress.

How Can You Recognize Those who Helped make it Happen?

Sponsors were recognized in all communications that went out about the workshop events
(see as an example) and were listed on the convening partner’s websites. Post
event, sponsors were sent thank you letters (see along with a DVD of
photographs and video footage from the workshops. Sponsoring organizations were invited
to have a representative sit on an open dialogue Q&A panel during the workshop and
interact with the participants. The photographs and video footage captured during the
workshops are an effective mechanism for capturing the humanism of the events

Epilogue: What is the Future for this Concept?

“It feels just like a
This guide is intertnded to rr:eIpIJ rclievelobp the role of ) door has been
consumer as partners in healthcare by supporting other
workshop efforts globally. We invite comments and Opened' Hopefully
feedback on the usefulness of the guide and your we will stay
application of the workshop model in your efforts to help connected and
develop the collective voice of partner-oriented . v
consumers. Share what you've learned with others build together.
through the CAPS online communities at
http://www.patientsafety.org/. Vancouver Workshop

_ Participant, October 2006
CAPS thanks all of our supporters and contributors to

this project, especially the US Agency for Healthcare
Research and Quality. Without their support our work
would not be possible.

(i
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