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What we will discuss...

* ISTUD methodologies of narratives analysis
» Levels of application of Narrative Medicine
» The health care language from narratives

» English words and Minimal English

* Final consideration to share
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Narrative Medicine research
ISTUD methodology
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The analysis of narratives: ISTUD methodology

At least 2 people independently read narratives and then compare their first qualitative
analysis based on: -

* Recurring themes

» Expressed concepts

« Analysis of the context

« Analysis of value and critical elements

» Expressed needs and expectations
» First evaluations and considerations (under the relational, organizational and systemic
level).

In case of disagreement, a third person of the working group can be engaged.
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Narrative Medicine classifications

Disease ( Regressive (

)
Stable ( )

lliness (

Sickness (

) Progressive ( )

Kleinman Launer, Robinson

Contingent (
Chaos ( ) Disease)

Restitution (
) Moral (

— Sickness)
Quest ( )

Frank

Core ( — lliness)

Bury
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Analysis of the language: many possible forms

Explicit: clarity of facts, directness.

Implicit: ambiguity, obscurity, mistery.

Personal: well defined actors, time and space.

Impersonal: generalization, undefined time and space.

Between chronicle and metaphor...

Factual language (real data, facts, chronicle, numbers). Contextualization to the place and

the time of the events.

Symbolic language (metaphors, sayings, analogies). Universal and out of time language.
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Analysis of possible styles of language

. . Scientific publications: enrollment, failure, survival, versus,
Epic/heroic
recipients, sacrifice, arsenal of weapons
Tragic/dramatic
Celestial/incorporeal/dis-embodied
Romantic

Ironic/Comic (humor, cynism)

Didactic/Educational
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The three levels of application of
Narrative Medicine
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From the relational level...

Relational level: personal relationship between the health care professional

and the patient.

| v To improve clinical practice and diagnosis;

v To understand how to move the focus from the disease to the illness -
person who lives the disease;

v" To reach a real concordance on the therapy project;

v' To fit the pathway of care on the patient’s needs and expectations.
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...to the health care system

Organizational level: relationships within the health care facility.
v" To improve the working climate among team colleagues;

v To rediscover the meaning of the own professional choice;

v To prevent burn-out.

Systemic level: the effects on the health care system.

v" To reduce conflicts;

v' To analyze the pathways of care;
v" To individuate new elements for new strategies of care;
v To limit the "doctor shopping phenomenon";

v" To know the real burden of illness caused by a specific condition.
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The health care language in Italy: abbreviations,
8941 acronyms and English words

AAll Arti inferiori (Lower limbs)

AASS Arti superiori (Upper limbs)

BPN Broncopolmonite (Bronchial Pneumonia)

CA Carcinoma

CBE Clinical Breast Examination

DAP Distal Aortic Pressure

DAR Dolori Addominali Ricorrenti (Recurring abdominal pains)
EBM Evidence Based Medicine

EGC Elettrocardiogramma (Electrocardiogram)

F-EGC Elettrocardiogramma fetale (Fetal Electrocardiogram)
FANS Farmaci Antinfiammatori Non Steroidei (Anti inflammatory drugs)
GH Growth Hormon

GAST Gastroresistente (Gastro-rasistant)

HBP High Blood Pressure

HD Emodialisi (Haemodialisys)

ICCS Istituto Clinico Citta Studi (Clinical Institute of Study)
IUC Intrauterin Catheter

... 8941 acronyms
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The health care language from
more than 6000 narratives

CHI SIAMO COS'E LA MEDICINA NARRATIVA BLOG MARE MAGNUM
IL PORTALE ISTUD SULLA MEDIINA NARRATIVA

PROGETTI IN CORSO

NARRATIVE MEDICINE STORYLINE FARO - FAR LUCE ATTRAVERSO | RACCONTI DI BPCO
Fondazione ISTUD sta raccogliendo le narrazioni delle persone che hanno vissuto/vivono L'obiettivo principale del progetto & comprendere il vissuto e l'impatto economico,
'esperienza di cura per tumore al seno. IL racconto delle proprie esperienze di cura sociale e psicologico (burden of illness) che la BPCO (BroncoPneumopatia Cronico
avviene attraverso una traccia che é stata individuata dopo un lavoro attento di analisi e Ostruttiva) ha sulla vita della persona affetta da tale patologia e del suo nucleo
scelta delle parole, espressione di un linguaggio universale. Con questa stessa traccia, familiare.

infatti, stiamo raccogliendo le narrazioni di donne che vivono le cure per tumore al seno

anche in Francia, Portogallo e Australia.
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First level: English words in the doctor-patient communication in Italy

UNITA DI PATOLOGIA MAMMARIA
BREAST UNIT Y C.
DI

Where to go?
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First level: English words from the narratives
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Second level: English words among health care professionals in Italy

Clinical research: paper - abstract - submission - impact

factor - survival - biomarkers - range - survey - clinical
trial - case study - proceeding

Clinical practice: burn out - heart risk score - border line -

compliance - top - target therapy - total body - air

trapping - aging -burden of illness/disease...
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Second level: English words from narratives

‘Il farmaco disponibile e efficace ma altrettanto

importante é la compliance del paziente e la sua

famiglia”. [The available drug is efficient but patient and

his family’s compliance is important too].

“Per il futuro, penso che le cure di cui mi occupo potranno

evolvere verso le target therapy” [In the future, |

think the cares will evolve toward target therapy].
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Third level: English words in the health care management in Italy

- day hospital/day surgery - trauma center- week surgery- breast unit -
setting - CReG (Chronic Related Group) - DRG (Diagnosis Related Group) -

- team/staff - data manager - risk manager -management/manager-

decision maker - tutor- turnover - briefing- part time/ full time
- budget- fee- business plan- performance- spending review

- vision - mission - timeline - clinical governance - standard

- FAQ (frequently asked questions) - stakeholder - call center - feedback

Fertility @ Day

Parliamo di salute.

customer satisfaction- privacy - ticket - fertility day

- report - patient journey- check list- flow chart- dr shopping

22-settembre-2016 Roma, Padova, Bologna e Catania

- shared decision making- empowerment...
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Third level: English words from narratives

"Ho cominciato a seguire a domicilio i pazienti e ho potuto avere la

possibilita di mettere in atto la mission della nostra struttura”. [l

began home cares and had the possibility to fulfill the mission of our
facility].

"La mia attenzione si e soffermata sugli Standard per il
Miglioramento della Qualita e Sicurezza del Paziente". [My attention

focused on standard to improve quality and patient’s safety].
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The origin of English words in health care

v From web
v" From health care professionals (scientific research)
v From management: health care facilities like

companies

v" From pharmaceutical multinational companies.

“I already diagnosed myself on the Internet.
I’'m only here for a second opinion.”
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The need to simplify

Society: caregiver, aging, welfare

Time: week surgery, part time/full time, timeline, timing, deadline

Places: Day Hospital, Trauma Center, Breast Unit, Hospice, Desk

Professions/people: counselor, data manager, risk manager, case manager, tutor, patient
advocacy, stakeholder, decision maker

Tools/procedures: kit, gripper, bypass, puffer, stent, tender point, heart risk score, check up,
screening, test, criotransfer, pick up

Technology: device, e-health, app

Names: Growth Hormon, CREG (Chronic Related Group), Fertility Day, Medical Humanities, dr

S
shopping, pet therapy, burn out, stress, shock .~ S

FONDAZIONE ISTUD |



n FONDAZIONEISTUD

The need to simplify

Processes: step, transitional care, follow up, home care, care, compliance, privacy, output
terapeutici, target therapy, standard, patient journey, burden of illness, top, team/staff,
briefing, meeting, turnover, management, performance, FAQ (Frequent Asked Questions),
feedback, customer satisfaction, call center, flow chart, vision, mission, milestone, check
list, call center, clinical governance, shared decision making, empowerment, engagement

Costs: budget, fee, business plan, spending review, ticket

Clinical research: paper, abstract, submission, impact factor, survivor, biomarkers, range,
_
& ‘

survey, clinical trial, case study, position paper, proceeding...

English words are largely used in the organization of cares - disease centred language.

The parts of body are hamed in the own language - universal words.
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Some considerations...
» English words are used both by patients and health care professionals
but
1) Patients need to become expert to really understand their condition, to orienting in the

pathway of care and to relate with physicians. Need to simplify the language.

2) The use of English words in health care in Italy is strictly connected to a disease-centred

approach. Need to move the focus to the illness dimension.

Limiting the abuse of English words and coming back to Italian.

3) Patients tend to mirror the clinical/technical language if words are considered direct,
focused, closer to their experience and, finally, familiar.

Minimal English important for web and scientific communication.

4) We need to find a balance between the current context - web, scientific research, health

care management - and the need to simplify and understanding.

Minimal English could be one of the keys to find the balance.
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Thank you for your kind attention!

Fondazione ISTUD - Health Care Area

Maria Giulia Marini
Luigi Reale
Paola Chesi

Antonietta Cappuccio
Valeria Gatti
Matteo Nunner

areasanita@istud.it
www. medicinanarrativa.eu

n Area Sanita Istud

3 eistup_sanita
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