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What did we want to learn from patient stories?

What are the views of patients with dementia
about the hospital environment?
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What did we want to learn? This project involved exploring the direct perspective of patients with dementia by using methods of go-along interviews and videos. The goals were to find out what mattered most to the patients, and based on that to inform practical solutions finding, and take actions for making improvement. 


What can stories do?

“Stories offer a plot that makes some particular

future not only plausible but also compelling”
(Frank, 2011)
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Frank says “Stories offer a plot that makes some particular future not only plausible but also compelling”. What can our patients’ stories do? So many possibilities! Stories connect people; they inspire actions. In 2016, we videoed patient stories and played back to the clinical team in groups.  In our video group sessions, staff came together to watch the videos, listen to patients’ stories, what was seen and felt by the staff evoked strong emotional responses. The stories made people think how things could have been done differently. The group reflection generated energy to make change. We found that one story often would trigger other stories, adding force, strength and momentum to drive actions. E.g., hearing the story of how moving too quickly may impact patient, nurses in the groups brought up many other similar stories. Based on the stories and research work, the team have co-created care approaches. We made the ART & SCIENCE pocket-cards to remind ourselves to slow down, to acknowledge the person’s emotion. A proposal of design solutions based on patients’ voice has been accepted by senior leadership and funded by the foundation to do renovation, which is actively happening now. We are going to see new wall colors, small comfortable seating areas and a new small dining room and anticipate these changes will improve care experience of patients with dementia  


Knowing the person
Authentic relationship

Understanding, trust and
respect

People with dementia
have entitlement, power,
status and responsibilities
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Currently, the majority of research for dementia care is conducted in nursing homes, very few in Hospital, and there is a major overlook of pt’s perspective. PWD staying in H are not involved in research, to have their say, of what the HE is like for them and what they wish to see for change. We should not underestimate the power of active and meaningful involvement of patients in supporting culture change, quality improvement and service development. Learning from Jim, project advisor, a person living with dementia, we know meaningful involvement is not just about consulting, but about providing support and opportunities to make the experience successful, helping people to speak and amplify their voice. This means getting to know the person’s strengths, help people find ways to get comfortable with telling their stories, engage in an authentic relationship, show u, trust and respect, truly believe in PWD have entitlement, power, status and responsibilities.   


Authentic Dialogue & Partnership
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Our work is grounded in Critcal Social Theory, embraced Habermas’s theory of communicative action. Careful attention was paid to power relations to promote open dialogue. Following the participatory approach, we emphasized the value of doing research ‘with’ PWD , rather than doing research ‘on’. / PWD have the rights,   to have their say,  in how knowledge is generated about them. /  In fact, people living with the disease are the real experts of their own lived experiences. Their experiential knowledge and meanings people made out of their situations should be valued and  privileged.



Stories create and act

- Stories create fuel for
engagement

- connect the hearts and
the heads

- Moral compass
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Stories are powerful, especially when they are told directly by patients themselves. Stories create an interpersonal link in the affective domain. They trigger emotional responses, which arouse a sense of urgency to act. Patient stories also create energy for  engagement. After hearing the stories, team members were seen to perform their roles with more intentional commitment. Stories connect people’s hearts and heads – they make actions happen. Stories can act like a Moral compass, through the stories, people make meanings of what they “ought to” do. The staff in the team talked about they want to be compassionate and understanding, see patients as person first. Many solutions were suggested. Why can’t we try to have a comfortable space for patients to paint or have social conversations ? I am going to slow down next time when I approach a patient with dementia.
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Before going to conclusion, I am happy to point you to a paper we have published. It Is available open access. If you google IJOPN, you will be able to download it, at no cost 


Conclusion & Implications

» Patient engagement
should not be regarded
as a “Project” or “One-off
thing”

» Ongoing process,
embedded in culture &
practice

» Grounded in values of
person-centredness

» A culture nourished by
education, awareness,
regular reflection at all
levels of the organization




How do we avoid tokenism and unethical practice in
using patient stories inside and outside the
organization?

How we may ensure people with dementia have a
voice and meaningful opportunities to regularly
participate in research for service development?
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