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Abstract
Patient stories can serve as educational tools for healthcare providers. Inherent risks to the patients sharing their medical
stories do exist. Despite the positive impact that patient storytelling can have in healthcare delivery, it is important to ensure
the safety of those patients who chose to share their medical experiences. A novel questionnaire was developed by a diverse
group of healthcare and patient partner experts. This questionnaire would serve as a self-reflective tool that prospective
storytellers would complete in order to assess their readiness to proceed with storytelling as an educational tool. This draft
questionnaire was then distributed to the 10 prospective patient storytellers registered to complete our pilot workshop on
preparing the patient stories where they were asked to provide feedback. Overall, feedback was positive, and minor
alterations were made to the questionnaire, resulting in the novel creation of this readiness assessment tool.
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Introduction

In addition to the medical knowledge that physicians require,

they must possess the skills to listen to patients’ illness nar-

ratives (1). Patient illness narratives, or patient stories, are

different from the medical history that healthcare providers

are generally used to hearing. Hearing the patient’s story is

not the same as the medical records (2). More specifically,

“Patient stories offer valuable insights that go way beyond

the statistics and the outcomes: they have the power to

inspire, humanize, compel action, and challenge

assumptions” (3). Many physicians report that patient stories

offer them unique insights into areas they would otherwise

not be aware of (3). As such, patients being asked to share

their illness stories in various ways is becoming more com-

mon. Patient storytelling offers many benefits to healthcare

providers such as understanding the patient’s entire experi-

ence, not simply the medical experience (4). Additionally,

storytelling can lead to improved collaboration between

healthcare providers and patients, thus improving patient-

centered care (4). It also helps to bridge the gap between

patient and healthcare providers, can offer clinicians valu-

able information beyond their scope of practice, and can help

researchers and administrators appreciate the need for

change (3). Overall, patient stories can serve as an excellent

educational tool for healthcare providers (5).

The purpose of creating this novel educational tool to

assess patient readiness to share their healthcare stories is

to ensure that patients are ready to safely share aspects of

their healthcare journey. Establishing this readiness will

serve to protect prospective storytellers from unnecessary

harm. However, establishing patient readiness also yields a
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more impactful and collaborative partnership between

patients and healthcare providers (4).

Background Information

All the aforementioned benefits of patient storytelling are

positive. However, there are some potential pitfalls to patient

storytelling that can occur. For the purpose of this article, the

pitfalls will focus solely on the risks to patient storytellers

themselves. Patient storytellers are retelling or reliving their

patient stories and, as such, run the risk of experiencing psy-

chological trauma (3). In addition, patients who repetitively

tell their stories too many times run the risk of emotional

burnout (3). There can also be unpredictable emotional

responses when patients are sharing their stories (5). Various

resources do exist to help to mitigate these risks including a

checklist of best practices from Health Quality Ontario (6).

Despite these checklists, resources/workshops are starting

to be developed (4,5) to help train patient storytellers to craft

and curate their stories and address these potential pitfalls.

While creating such a pilot workshop at our organization, we

knew it was important to ensure that patients are ready to

share their stories in order to reduce the risk of harm while

guiding patient storytellers to optimize the impactful expe-

rience for the healthcare audience (4). Although workshops

might identify patients who aren’t ready to be a storyteller,

the workshops themselves can also be triggering for patients.

As such, harm may already occur simply from attending the

workshop. Thus, despite the positive impact patient stories

can have in healthcare, it was paramount for us to reduce the

risk of harm to patients as much as possible. Because of this,

our group of experts (members of this expert group described

in Methodology) started brainstorming on all the different

aspects and areas that a patient should reflect upon before

attending the workshop and especially before telling their

stories in public. To initiate brainstorming, our group met

with patients who were successfully telling their healthcare

stories, and we asked them about what they considered when

preparing their stories and what surprised them or what they

wished they had known before sharing their stories. We

quickly realized there were many areas to consider that most

potential storytellers may not have thought about. Conse-

quently, a literature search was done through PubMed and

Google Scholar to determine whether any self-reflective tool

existed for patients considering sharing their stories existed.

We were surprised that no such tool existed.

Due to this lack of a self-reflective tool for patients to

assess their level of readiness to engage in patient storytell-

ing and the need for us to mitigate risks to our storytellers,

we decided to create a questionnaire based on a format we

came across in another area of patient engagement (7). This

questionnaire would serve as a self-reflective tool that pro-

spective storytellers would do in order to assess their readi-

ness to proceed into our storytelling workshop (Figure 1).

The goal of this questionnaire is not to have right or wrong

answers that would exclude patient storyteller participation

in the workshop; rather, it serves as a starting point for

reflection for storytellers to think of aspects to storytelling

that they may not have otherwise thought of (ie, does their

health permit them to take on this role, do they have a sup-

port system in place, etc). It allows faculty members a

chance to identify prospective participants who may not be

potentially ready to engage in the workshop, and a faculty

member can therefore reach out privately to these partici-

pants. Additionally, it creates an opportunity for prospective

participants to ask questions to designated workshop faculty

privately and prior to starting the workshop. In order to allow

for ample self-reflection, we plan to distribute this question-

naire 3 months prior to starting our storytelling workshop.

Methodology and Results

In order to develop this questionnaire, a diverse group of

experts were brought together. Clinicians, physician educa-

tors, patient-oriented researchers, a nurse, a psychologist,

and most importantly, patient partners with experience in

storytelling were invited to participate. This group then

drafted a questionnaire to assess patient readiness in story-

telling. This draft questionnaire was then distributed to the

10 prospective patient storytellers registered to complete our

pilot workshop on crafting and curating the patient stories.

They were asked to complete the questionnaire prior to start-

ing the workshop in order to assess their readiness and to

provide feedback anonymously after the workshop comple-

tion. The questionnaires were collected from participants

and remained anonymous. The workshop participants were

asked to provide feedback at the end of the questionnaires

about 2 aspects. The first aspect was specifically addressing

the utility of the readiness assessment questionnaires. Parti-

cipants were asked to comment on whether they felt that the

questionnaire assessment tool enabled them to reflect on

their readiness to participate in the workshop. The vast

majority of participants found the questionnaire to be

extremely helpful and commented that it allowed them to

reflect on things they never would have even thought of. The

second area the participants were asked to comment on

focused on the questions themselves within the assessment

questionnaire. We wanted to know their thoughts on the

question’s appropriateness, wording, clarity, and any other

aspects they felt were missing. Comments were minimal as

participants found the questions clear, concise, and effective.

Based on the participants’ feedback, the readiness assess-

ment questionnaire underwent minor alterations consisting

mostly of specific words and a suggestion to include patient

and family in the wording. The latter was especially helpful

as it may not always be the patient telling the story; it could

be family or caregivers as well. After alterations to the draft

questionnaire were completed based on this patient story-

teller feedback, the final version of the questionnaire was

created, as seen in Figure 1.
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Conclusion

Feedback from the initial use of this readiness tool from

patient storytellers was encouraging. Due to the fact that this

questionnaire was only distributed to the 10 participants of

our inaugural workshop, it is too early to comment on

whether the purpose of this tool was achieved, that is,

whether this tool will allow patients to assess their readiness

to safely share their stories with a healthcare audience. The

distribution of this questionnaire to subsequent prospective

workshop participants will allow us to better assess its util-

ity. Although in its early stages, this novel educational tool

was received positively by prospective patient storytellers.

We feel this readiness assessment questionnaire is innova-

tive, helpful, and valuable. Further use of this educational

tool and more in-depth research studies are needed in the

future.
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