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I

llness experience has become an increasingly
important cornerstone of understanding
health and well-being for people living with
chronic conditions [1, 2]. Even if you’ve never
heard the term “illness experience” before, you
probably understand what it means on a more
intuitive level. Think about the health journeys
you and your loved ones have taken in your own
lives. What decisions did you make about how
to manage your health? What did you come
to understand about your condition that you
didn’t know at first? What emotions did you
experience when you were diagnosed and as
you continued to seek care? How were your
social relationships affected by changes in your
health? Did you encounter challenges in your
professional life as you learned to live with your
condition? What did you learn from each of
these experiences? And how did you change
along the way? Illness experience is a complex
constellation of elements, all related to how a
person moves through life with one or more
specific health conditions [3].
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Getting insight into the illness experiences of people with
highly prevalent chronic conditions like diabetes is positively
critical for all of us in the health world, whether we’re more
on the clinical care side or more on the research side or
experiencing things from the patient or family perspective.
Illness experience has become a key emphasis in research
and outreach for several reasons. These reasons are nuanced
and complex, but fall generally into two basic groups: quality of services and affirmation of self. First, the ability to
envision what the experience of diabetes is like for people
living with it and their loved ones can transform others’
ability to provide effective clinical care [4, 5] and social
support [6, 7]. Second, sharing these experiences can be
incredibly nurturing and healing for people with diabetes
[8, 9] and those who share their lives [10]. Examples of
these benefits are as diverse and complex as all the people
in our communities whose lives are touched by diabetes.
One major area of impact is food access and preparation. By
sharing stories and ideas, people with diabetes have helped
to transform nutritional options in homes and public spaces
alike. For instance, the voices and advocacy efforts of people
with diabetes in the African Methodist Episcopal (AME)
church led not only to changes in food offerings at AME
community picnics across the United States, but also to the
development of evidence-based resources for home cooks
[11]. The American Diabetes Association partnered with
AME churches to develop cookbooks and supportive tools,
all focused on the preparation of nutritionally balanced
versions of traditional soul food dishes appropriate for the
macronutrient needs of people with diabetes. Prevention
of insulin resistance in people at risk for Type II diabetes
was also a major emphasis in this effort [12]. The partnership between AME churches and the ADA represented a
major step forward in person-centered, culturally affirming
community approaches to diabetes care [13].
Other examples include but are certainly not limited to:
•

Peer mentorship opportunities for people newly diagnosed with diabetes

•

Development and continuous improvement of insulin
pumps

•

Greater understanding of intersectionality between
diabetes and social determinants of health

•

Educational tools for patients and families with different learning needs

•

Development and use of metformin therapy for insulin
resistance
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•

Better and more diverse tools for self-monitoring

•

Increased and more varied funding for diabetes research
and outreach

•

Reduced stigma surrounding diabetes diagnosis and
management

•

Social activities for patients and their loved ones

•

Attention to how diabetes affects others in a person’s life

•

Widespread awareness of diabetes and potential associated patient needs

These domains of benefit and many others are often intertwined [14]. To illuminate these complex interplays between
clinical and community elements of living well with diabetes
and other chronic conditions, we need narratives and critical
analysis of all aspects of illness experience. We need stories
of crisis points that bring about transformational change
in people’s understanding of their health and the care they
receive [15]. We need stories of routine clinical care and
what health professionals can do to achieve positive impact
in partnership with patients and their loved ones [16]. We
need stories of the everyday ups and downs of living with
a disease that never goes away [17]. And we need stories
told from the perspective of clinical care professionals [18]
and family caregivers [19] as well as patients themselves.
Narrative medicine [20] is a powerful tool for health promotion within and far outside of clinical settings.
To promote sharing of these narratives—both from people
with diabetes and from a diverse array of others living with
chronic physical and mental health conditions as well as
experiences within and between marginalized communities—we started the Write Where It Hurts project. You can
find us on the Web at www.writewhereithurts.net, and
also on Facebook and Twitter. WWIH is a narrative-based
blog and social media outreach hub focused on disclosure
and critical analysis of experiences in health and the social
world that are challenging and/or traumatic in nature. We
expect that many PLAID readers and contributors will have
diverse experiences in these areas and many more. The
project grew out of our own realization, as scholars and
activists, that the insights we ourselves have gained from our
own adverse experiences have fundamentally transformed
our ability to make an impact for others.
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LAIN MATHERS

Our team consists of three people who live with chronic
conditions. All three of us have a deep passion for championing the unique voices and contributions of people with
diabetes and other chronic conditions. Perhaps as a result,
we understand firsthand that the best person to share your
story and make an impact with lessons learned from your
own experiences is you! Whether you’re a researcher, a
clinician, a caregiver, a patient, a supporter, an advocate, or
any combination thereof, we welcome your contributions at
Write Where It Hurts. Indeed, we enthusiastically encour-
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age you to get in touch with us and contribute a guest post
to our blog! We also realize that some experiences may lend
themselves to better comfort if shared in an anonymous
post, so we always offer that option for writers who feel
apprehensive about attaching their name to a piece. Our
primary focus is on working with you to offer a positive and
affirming outlet for your story, and for the unique lessons
it has instilled in you about living well with diabetes and
helping others to do the same.

www.ThePlaidJournal.com

REFERENCES
1.

Bury, M. The sociology of chronic illness: a review of research
and prospects. Sociol Health Illn. 1991;13(4): 451-468. DOI:
http://dx.doi.org/10.1111/j.1467-9566.1991.tb00522.x.

2.

Rosich, KJ, Hankin JR. Executive summary: what do we
know? Key findings from 50 years of medical sociology. J
Health Soc Behav. 2010;51 Suppl 1:S1-S9. DOI: http://
dx.doi.org/10.1177/0022146510383496. PubMed PMID:
20943574.

3.

Charmaz, K. Experiencing chronic illness. In: Albrecht
GL, Fitzpatrick R, Scrimshaw SC, editors. Handbook
of social studies in health and medicine. Sage Publications Ltd.; 2000:277-292. DOI: http://dx.doi.
org/10.4135/9781848608412.n18.

4.

Laine C, Davidoff F. Patient-centered medicine. A professional evolution. JAMA. 1996;275(2):152-6. DOI: http://
dx.doi.org/10.1001/jama.275.2.152. PubMed PMID:
8531314.

5.

Epstein KR, Laine C, Farber NJ, Nelson EC, Davidoff F.
Patients’ perceptions of office medical practice: Judging quality
through the patients’ eyes. Am J Med Qual. 1996;11(2):7380. DOI: http://dx.doi.org/10.1177/0885713X9601100204.
PubMed PMID: 8704500.

6.

Thoits PA. Stress, coping, and social support processes:
Where are we? What next? J Health Soc Behav. 1995: 53-79.
DOI: http://dx.doi.org/10.2307/2626957. PubMed PMID:
7560850.

7.

Ell K. Social networks, social support and coping with
serious illness: The family connection. Soc Sci Med.
1996;42(2):173-83. DOI: http://dx.doi.org/10.1016/02779536(95)00100-X. PubMed PMID: 8928027.

8.

Josefsson U. Coping with illness online: The case
of patients’ online communities. The Information
Society. 2005;21(2):133-41. DOI: http://dx.doi.
org/10.1080/01972240590925357.

9.

Greene JA, Choudhry NK, Kilabuk E, Shrank WH. Online
social networking by patients with diabetes: A qualitative
evaluation of communication with Facebook. J Gen Intern
Med. 2011;26(3):287-92. DOI: http://dx.doi.org/10.1007/
s11606-010-1526-3. PubMed PMID: 20945113.

12. Ziegahn L, Styne D, Askia J, Roberts T, Lewis ET, Edwards
W. Strategies to prevent and reduce diabetes and obesity in
Sacramento, California: The African American Leadership
Coalition and University of California, Davis. Prev Chronic
Dis. 2013;10:E187. DOI: http://dx.doi.org/10.5888/
pcd10.130074. PubMed PMID: 24229570.
13. Condrasky MD, Baruth M, Wilcox S, Carter C, Jordan
JF. Cooks training for Faith, Activity, and Nutrition
project with AME churches in SC. Eval Program Plann.
2013;37:43-9. DOI: http://dx.doi.org/10.1016/j.evalprogplan.2012.11.002. PubMed PMID: 23352927.
14. Frost JH, Massagli MP. Social uses of personal health information within PatientsLikeMe, an online patient community:
What can happen when patients have access to one another’s
data. J Med Internet Res. 2008;10(3):e15. DOI: http://
dx.doi.org/10.2196/jmir.1053. PubMed PMID: 18504244.
15. Rier D. The missing voice of the critically ill: A medical sociologist’s first‐person account. Sociol Health Illn.
2000;22(1):68-93. DOI: http://dx.doi.org/10.1111/14679566.00192.
16. Edwards A, Elwyn G, editors. Shared decision-making in
health care: Achieving evidence-based patient choice. 2nd
ed. Oxford University Press; 2009.
17. Nowakowski AC. Hope is a four-letter word: Riding the
emotional rollercoaster of illness management. Sociol Health
Illn. 2016;1-7. DOI: http://dx.doi.org/10.1111/14679566.12403. PubMed PMID: 26865093.
18. DasGupta S, Charon R. Personal illness narratives: Using reflective writing to teach empathy. Acad Med. 2004;79(4):351-6.
DOI: http://dx.doi.org/10.1097/00001888-20040400000013. PubMed PMID: 15044169.
19. Kuyper MB, Wester F. In the shadow: The impact of chronic illness on the patient’s partner. Qual Health Res. 1998;8(2):23753. DOI: http://dx.doi.org/10.1177/104973239800800207.
PubMed PMID: 10558331.
20. Charon R. The patient-physician relationship. Narrative
medicine: A model for empathy, reflection, profession, and
trust. JAMA. 2001;286(15):1897-902. PubMed PMID:
11597295.

10. Tang TS, Brown MB, Funnell MM, Anderson RM.
Social support, quality of life, and self-care behaviors
among African Americans with type 2 diabetes. Diabetes Educ. 2008;34(2):266-76. DOI: http://dx.doi.
org/10.1177/0145721708315680. PubMed PMID:
18375776.
11. Laken MA, Wilcox S, Swinton R. Working across faith and
science to improve the health of African Americans. Ethn
Dis. 2007;17(1 Suppl 1):S23-6. PubMed PMID: 17598313.
www.ThePlaidJournal.com

Vol. 2 | No. 1 | Spring 2016

67

