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ABSTRACT
The ways a personds illnesses and afflictions are

relatives and friends as biographicattyntextualized in the narratives of a known-jderney are

contrasted with modern conceptions of "Patient Journey" in the digitizing of medical care in hospitals and

in computerized GP Consultations. In this chapter most relevant dimensions of a géesgmahey

support systeri across health, handicaps and illnease outlined. The chapter demonstrates a new road

to facilitate private logging of phenomena, a coherent and sedimentingaseifive not only in text,

picture and sound, but also thgh usemetworkdeveloped pictographic fontsiclusion of biotelemetric

data and virtual body imaging as part of such support systems are considered. And questions are raised
concerning the future of thus sdhelgels detonsafferers ni ¢ pat
and wider shared social platforms of Patient Journey Records.

INTRODUCTION

Public and private expenses for healthcare are surging. As medical advances are made, unhealthy
lifestyles are spreading in the industrialized weanhdi people are living longeWe get more and more
chronic patients?ublic prophylactic measures and hea&ittucational efforts to increase headtliareness
and selfcare create numerous private profitable heafiterprises. With the spread of Internetess,
many offers of such services and drugs, programs and technological gadgets are adNeetisaasition
to digital records, and networking in professional headtated social networks, brings the medical
rationalizing and formalization of desgtions to its force, with many advantages.

The only problem is that while tremendous efforts and results are obtained to digitize and train the
medical establishment, exemplified in the Hospital and GP settings, the chronic patients are left at their
ownto learn how to handle a computer, establishaél contact, and to hook up to whatever the digitized
medical society has to offeoptions, threats and promisesoncerning their management of their own
health.

Thereforethe digitizing of citizen he#t situations has to be-examined in the light of what is for now

the receiving line of citizens, presently having to cope with their own information across all dimensions

of their life-space and eventual patient journey, without adequate tools. Thigds\ife-style,economy,

empl oyment, family and home |ife conditions, rela
assumed in family, neighborhood and workplace.

To repair this gap, and truly qualify patients to join and contribute to ogliedllaborative social
networks and technologies, we must strive to qualify citizens as administrators of their own health, each



developing their personal knowdnged ga@armamage nPrett t £k
2008).1t is proposed thagtersonal healthcare and healtated interfaces of the future shall be

considered in the full contexts of the citizens' general interfacing themselves through their everyday use

of a personal notebook computer from 1st grade in school to final paliiatigaNe will gain by broadly

conceiving of the citizens as genuine individual explorers on their own personal everydayidifalong
theirownlifet r aj ect ori es. We must favor their empower mer
gualified to eflect and deal with own healtlata, physiological data, economical data and environmental

data. Therefore we must find ways to at least enable and equip the autonomous individual

citizens/patients to develop and maintain their own most basic and fsé¢hteenting digital self

narrative of what seems relevant to them: an electronic diary andnileed database, as an

empowering empirical tool, not least in healétated, bodyand domestic habielated matters.

MEDICAL PATIENTIJIOURNEY CONCEPTS

Patent Journey is a pragmatic metaphor, an expression which may need some disambiguation,
especially in the context of patient narratives and experiences of .illhess) be used as referring to

how patients proceed through an identified care deliwstesm.Seen from the angle of process mapping

this refers to the total number of steps taken, as well as the total number of people involved, the total time
taken to perform each procestep and all documents used

AWhen extensi ve pansiderabke patiemtavgume is dpnefit & nowpossible to bring the data
together and look at the care process from a unit/department perspective........ and perform a flow analysis (widely
used in Manufacturing), and develop a current state flow anatyajs AAnalyse patient flow across more complex
processedldentify whether the systems are managed and in control

fSee what adds value and where waste occurs *Understand roles and responsibilities related to managing patient
fl ows. 0o

NHS Scotland (2006Ynderstanding the Patient Jourrielprocess Mapping

But with the digitizing of health information, and the adoption of electronic patient records, highly
professional tools are developed not only for hospitals but also for GP's to organize and adheiiste
patient scheduling, patient records and patient flows in complex and versatile framé@harkseans

that recording of consultations, test results, medication, prescriptions and referrals can be integrated as it
is approached by e.g. Microsoft HisaCommon User Interface (http://www.mscui.net/). The idea is, to
formalize an interface in such ways, that an integrated patieitic care record can transition

seamlessly between care sessions and care seftirgdoctor is offered to have a muitiensional

Al andi ng pl aced wi-tnbox aepgtorecaitednepeat préscription reqeests i |
practice notice board, medical knowledge support links and health news. With, atickndividual

patient record is displayed, with expantdgbanels of:

Most recent medical activities,

Previous consultationsexpandable and comparable as detailed for: problem, history, examinations, medication, impression, plan
and comments,

Current and past medications

Patient charts, graphical and table, mgkit possible to examine:

o levels of medication,

o BMI

o BP

0 serum e.g.: creatinine cholesterol, LBbodium potassium urea,

relatedto long term timelines, and visualized both in condensed and in detailed form in graphic curves.
Risks: allerges and side effects,

Lifestyle info, smoker/non smoker and calculated risks



Further linking to secondaigare examinations is also attempted, meaning that the GP may go into detail
observing (and annotating) the results of patient respiratory pattediograms, angiograms, EEG etc
from hospital or clinic.

Interfacing with the live patients will still be restricted to the briefest possible consultatiosisa®GP
profitably handle more patients, appointments, referrals and prescriptiaghe.pevalent concepts dfie
GP's digitized record keeping network, the cooperation between patient and doctor may be going to
include email, SMS, andin the long runperhaps occasional video telephdBat the role of the patient

is not fundamentally recoiskered and the empowerment of citizens with personal laptops, everyday
access to Internet 2.0 and global landscapes of hedéited knowledge sources, has not been taken into
account.

USER-DRIVEN PATIENT JOURNEY CONCEPT

Considering all the contempoyeefforts of ministries of health and educatioand of all kinds of

professions, media, businesses and enterpriseisform citizens of health issues and to the marketing of
health related facilities, tools and measures to be taken by every citheating the importance of self
monitoring outputs of calories and intakes of vitamins, medicines and drugs, there would be a good logic
in combining these with the general educational goadsrgfowering citizens digital knowledge

management skillsand gravth into personal lifelong learners.

Not least $ the upsurge of the potential and accelerating spread of biometric sensors for health life
logging, implanted sensors, wearable strapped on sensorslamoh@sensorsThe frontlines of wireless
telemedichtechnology, as fitted in mobile and targegtecific gadgetsas well as with patient noteboek
are appearing and growing in many directioisA wh o | e n equantitative healthése o f

dawni n gi&-GerBedi-J.2009)

This must be kept in minigh electronic collaboration toward social health outcorNes.should we

forget that personal hospital and GP records are
may be shareable for the patiemhat we now must focus is the questiomethera whole new universe

of qualitative health also is dawning.

To the patients, new horizons are opening. Detailed medical knowledge is traceable e.g. Pubmed
http://www.ncbi.nlm.nih.gov/pubmedhd www.wikipedia.com New options for the patients

sharing the journey with others are also emergig.t h pati ent access to I ntern
2.00 al so e mpower sawdakhef inprenationeomealtteconordyi stoeng then t o

diagnoses received, the treatments and pharmaceuticals prescribed -¢#ffesidenet by others

Examples includeQuickenhealth(http://healthcare.intuit.corn/

Microsofthttp://www.healthvault.cojrand Googléwww.google.com/healdh And not leastto join

networks, relevant for particular diagnostedpcate other patients witbmparable problems, atal

exchange subjective narratives of patient journeys through personal bloggings, e.g.

www. patientslikeme.corandhttp://www.pdsa.org/

This is tte newi and global- noosphergthe soil from which usedriven healthcare is going to grow,
crossing the divides between the patients, and permitting them to collaborate toward goals of shared
interest, including tools to solidify such cooperation.

PATIENT AS LIFE-EXPLORER
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http://www.wikipdia.com/
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It makes a difference to conceiveagbatient journey in the sense of the journey of an individual explorer.
My approach is targeting the citizen as a-&fglorer whose journey through the everydasgtrlier or

later - turns intotraveling through pains and problems, encounters with medicine men, passage through
admissions, tolls to be paidr not affordedwaiting times to be endured, encampment in more or less
friendly healthcare institutions, undergoing pains and sufferdesjvations and starvations,

uncertainties of outcomes, demands of endurance, and potential return to a continuation of previous life
voyage, more or less radical change ofdifairse, or terminal more or less affordable more or less
palliative terminaktare.

Genuine explorers accumulate data relating to phenomena encountered / obtained (observations, states,
courses, trails) to theiog-books, from which they can produce maps and repdesy people use a

calendar and write lists and letters, somentaén a handwritten diary for shorter or longer periods of

their lives, accumulating/sedimenting/ accounting/ referring to what for them, at the time, seemed
relevant.

With a notebook, we have to-nevent the diary, as a daily follower (Bjerg, 2008) the present
consumer situation we need a tool which can help patients to dogdins¢aind foremost to themselves
how they:

ftraverse .. their unique disease and illness pathway through life stages and health systems and external social envirpoteatitdly
numerous care relationships, predictable and unpredictable positive and negative influences, and feedback loops thritegbatittmust

navigate.....;.often with no definitive cure and demonstrate gradual changes over timeywéttnid and evolving phases of being stable,
complicated, complex and or chaotic with wultimate decline.o(Martin,

To the extent we can consider citizens (including chronic patients) as equipped not only with a mobile

but also with a pers@l laptop computer, we must start caring alselftnarrative tools, which ought to

be close to hand, permitting the chronic patient explorer daily to accumulate the most private experiences
of all kinds in an A i nt i tedatingtojusedrivenltedltocare fomd t hus
domestic bottorup perspective

The creation of a personal journey support system

In the industrialized world, the laseéveragenerations have seen their habitat equipped with ever new
technical inventionseach, in their time, adapted, adopted and integrated in a new everyday life, at the
very core of personal human existence:usgter, cold and hot, watetoset, gas and electricity, stove

and sewing machine, vacuum cleaner and electric iron, centtaidegalephone and radio, camera,

record player, refrigerator, TV, freezer, washing machine, dishwasher,-oudfgeéne, fooeprocessor,
microwaveoven, VCRandCD-player With the advent of answering machines, DVDs, video cameras,
homecomputers etc. @/first experience these as "more of the same". But with cellular telepdrahes

SMS, laptops, memonsticks, powerful portable multimedia home computers, wireless access, digital
cash, digital TV, tweway video telephony, access from homes towweay tréffic in new infrastructures

of telecommunication, virtual reality, optical charaatecognition, speechecognition and speeeh

synthesis and an unexpected range of other technical inventions, previously only conceived in terms of
the needs of professiosalwe are forced to reconsider the role of the private household and its members,
healthy or sick.

The homeconsumeimarket has stimulated a global competition to exploit aneider range of
technological advances for purposes of profitable marketind the health market is no exception.

For horhegesseldé of the citizen explorers, bdandscgpegr ound



and a cyberspace are expanding in place of navigable oceans and voyageable c@ntirergsan say
that we &ck a valid paradigm fottHe personal domestic bridg& and fitting tools for orientation and
logging on the trails and through the travels of the life journey

This new world where the personal (portable) computer, mail and the Internet eventublys mdawost
everyone, makes new demands for orienting oneself, learning, keeping track of services and programs,
passwords and pin codes, addresses and netwidtlsswill easily become a separate province in our

lives, with little consistency with our oth everyday life other work, other media, other tasks and hobbies,
reading and music, socializing, housekeeping, shopping, cleaning and waste, bodily functions and body
care.

To competently manage personal knowledge, we are forced to be a new kintbidrerp new kind of
contemporarity and need some kind of "log", where weasily- can tell ourselves what we spent time
with, whom we met, what we found, did, thought (and felt?) on each day's journey, or just in each week
It can be every day (vg short, or along the dayjr just sometimesAnd it can be restricted to specified
dimensions: training, weight, horticulture, nutrition, disease, education, press and TV, football or golf,
reading, alcohol, cigarettes, knitting, family, job, colleayus it can go across all what they consider
relevant. Medical data, yesut also ongoing evolvingi biography, noting all kinds of subjectively
relevant observations, interplay with others, stresses and raliefsxistential issugsas they weavan

with the daily and nightly chores of bodiyaintenance and domestic householdings. Aspects of sleep
diary, paindiary, complianceliary, as well as mobile monitoring of physiological data, including future
telemedical appliances, may be built into tleéwork interfacing of such a tool, without exposing the
private texidiary.

Seen from an existential mental health viewpoint, but also from a rezhittational viewpoint, it is

important that the clients have means to jourrfal themselvesif they wish- all kinds of experiences,

thought and emotions, gratitudes, disappointments, angers and resentments, tacit resgoations

without necessarily sharing these with family and caretakers, not to speak of further netewriaing

just healthrelaied data may in itself not be very attractive. But doing this in a room & onen, a room

of private reflection a room where memories and dreams, recollections and reflections can unfold as
consciousness goes on, and the need for making meaningéefitepersists,may motivate in another

way. This applies not | east t o -ltchreg clhearnnecr ¢ apa reanc
should reach all the way to palliative care.

If we, for example can promote the chronic patienttothemlé expert patient, ACI ti
specialist irhis/herown case, and supply an adequate-as@ptable (Schonewille, 2005) toolset for

handling her/his own narrativas an assembling of layered, systematically structured date/time indexed

ertries, a most personal evidential database, we may be on the road to empower the individual user to

decide, and select, which aspects of this may be shavét closest relativeor caretakesi with

physiciasi with networls, in blogging, or even in pntslike-me systemsor with a coming Patient

Journey Record (PaJRPlatform for User Driven Healthcare.

| offer a principal solution to how we can equip individuals, not least chronic patients, to exploit the
opportunities that come within reachtivie personal notebook computer, without losing the consistency
and continuity in their personal lives,

Background history



| developed at the University of Copenhagen, Department of Psychology an experimental home (1972
1997) where | explored ways telp inhabitants represent their domestic everydawlifi

communication processes for themselédss involved new options for monitoring bodily states,
representing domestic space and the time geography of domestic 8umsgghe introduction of lapps

and interactive programmingfocused on the concept of electronic diary, where time indexing of text
entries could be automatddave daily since 1997myselfi been the main experimental subject,

through generations of laptops and softwaregrans, andl havebeen entangled in all possible ruses and
ignorances, shortcomings and frustrations, while always trying to put myself into the seat of future users
a kind of general empatkstate based on a still updated stock of European senior knowhsiggstems

and software tools were optimized | have strived to clarify how the substantial offer of interactivity from
the computer can best be brought to use in a tool like the one | had iranté@ which in fact is no

more than a further developntari the traditions of logging in ships, of journaling in wqmotocols for

the drawers and shelves of operating rooms, and of personal diaries, in handwritten volumes.

Development of a preliminary prototype

Acknowledging the kind of basis which the destic scene and the personal body must constitute,

present a preliminary neproprietary prototypean empowering innovation, which we should wish for

prospective citizens to possesnd for the further development of which | invite crosdtural, cres

platform and crosslisciplinary collaboratonThe t ool s we have developed ar ¢
enabling users themselves to pursue a sedimenting empirical logging of whatever they find relevant,

around the clock, around the week, the mamtti the year. It is a diatpol, while also being a legook-

tool.

We are so used to conceive of fithe researchero as
designer and statisticiabut the time has come to admit that the only investigatolifiguito examine

the personal informatieflow and the user as strategic and tactic innovator is the ugbimhse|f

We offer, with this method, a basic instrument with which users, for themselves, can keep track of the
personal ongoings and events, ooly on the computer, but also throughout the everyday life, in an

ongoing diary

I think it is important that we enable ourselves to hold on to our personal existence, whom we were,
whom we are, whom we shall become, and how we are using the shdotegearlifespan given uso

enable us, as regards matters of personal relevance, to hold onto this, in order to be enabled to reflect
upon it. And thereby perhaps get a somewhat better hold of thiardgperhaps develop it in more

desirable directionsThe new conditions we all are submitted to pose new demands, create new routines
and tear us loose from the life anchors in traditions, and thealeanles, previously readymade for the
individual. Young or old, rich or poor, ethnic insider or ethoutsider, educated or uneducated,

employed or unemployede are all forced day after day teaggent ourselves in relation to some of the

old, and in relation to all the new, ever coming our way.

It is my conviction that it is of paramount importarhat the single citizen in the broadband society, in

the midst of and across the information bombardments from mass media, and the increasing involvement
with the broadband society, gets equi ppedhol@i th a
on to at least a bit of what happens to us, what we think about it, and what is practical for us to keep track

of: pin codes, passwords, usernamesiangnbers, service providers, tariffs, subscriptions, accounts,
internetaddresses,-mail addresses, e | ephone numbers, birthdays, medi
appointmentsAnd also which dreams we have, in all senses of the word, and the frustrations and



disappointments we meet and recollect.

There will be as many ways to keep an electronic déyhere will be individuals that will do it, and

with different advantage#t is evident that nobody could nor should use time to describe everything they
do, are exposed to, think and feel along each and everifldigymust depend upon richness or shess

of time and subjective relevancies. Some may centre upon cooking, gardening, books, news, the Internet
or worries, symptoms, cure®r maybe keeping track of the cigarettes, cigars and pipes smoked where

and when, how many holes achieved on thégnirse, about the arguments one has, meetings,
transportatiofproblemsor lawsuits against telecompanies.

I think, with Tristine Rainer (Rainef,979,2004) that the most important aspect of keeping a diary is the
establishment of an area/arena/platfd a breathinghole of absolute freedom and autonomy, where one

can per mit onesel f to be honest, where one can ma
and fantasies, grieves and worries, separated from or contextually anchorechémethigvial, but

perhaps quite as meaningfhlnal occupations and rituals filling dedife. Some keeping track of what

others do for you, and keeping track of own reactions to others, maygudspl with more maturely with

others. And accounting, na@ating to oneself in writing may often help to clear the thinking, clarify the

thoughts.

In this way, being equipped with adequate $ptie citizen is empowered for critical action on

documented observations from both a consumer and a patient vamitatglé ypu have habits, which you

hope to contrehlcohol, tobacco, drugs, medicine, exercise, eatymy can journal the patterns and
circumstances of your focused bad habit, in respect to advances, temptations, relapses and replacement
for undesirabldix. But not least for persons, as chronic patients, hit by illnesses like cardiovascular
disease, sclerosis, diabetétzheimed ,kidney defects and/or submitted to stressful treatments, e.qg. for
cancer, or fighting physical and psychic handicapsethkould be a support in a purely personal keeping
track of the progress of the battle, both at an outer and an inner level.

Writing a diary, journal or logbook by handwriting, has advantages, for which the present model of
electronic diary cannot compeate. The expressivity in sizing and varying the handwriting,
ornamentation, mixing written and drawn, dried flowers newspeytting glued in, etc, is lost.

But the advantages of the electronic diary compepnsapecially as more and more of the inforiomat
which reaches us, and which we can reach for, arrovthe computer in digital forrA most central
aspect is the automatic tinredexing, organizing all inputs relative to the progression of the diurnal,
weekly, seasons and years of personal life.

Two special, related functions have beendevelopegle na bl i ng the user to owrit
temporal addresses, earlier in the day or a previous day, so it gets into the correct slot in the chronology of
the day andanother, making it possible &mnotate to lines earlier same day, or any of previous days of
current diary, keeping track of when annotation was matie. prototype permits the user to create

reporting shortcuts around the diary, to whatever programs or services theyAitizefacilitates the

u s er O-giving anchaccess to preserfidyty thematic drawers with accumulating mefields for

themes of personal relevanedy., one for each of orés children and grandchildren, parents, best friends,
theatre, movies, acquisitiorsjbscriptions, books, music, cklgbups, sermons, medications, prayers,
treatments etclncluding calendar and address book (linking-toal), integrated in the diary, we are

providing the user with a workbench and a private scene, relative to wkielehts and phenomena in

their home, their garden, their neighborhood and their workplace can be contextualized, represented and
optionally communicated.



I have tried to develop a preliminary set of demands, to the types of information, which sheglclhe

easy to sefflocumentl think this is important for an understanding of the full scope of the enterfése.
should collaborate to offer a toolbox for citizens of any culture and age, helping them to keep coherent,
contextualized track of (alphati=ally ordered)

Stresses and endurances

Studies, school

Symptoms & prescription compliance
TV-consumption

Usability of habitual and emergent tool

Economy, fees and contributions
Emergingproblems & attempted solutions
Fitnessmeasures

Gaming & gambling

Handicaps and their handling

Hygiene

1 llinesses
Addresses, agreements and appointments 1 Meals, diets and cooking
Childcare 1 Memorable reading, viewing and hearing
Browsing WWW 1 Plans, successes and failures
Cleaning and laundry 1 Rituals, ceremonies & prayers
Creative ideas, dreams & fantasies T Sex
Demands & waiting times 1 Shaoping
Drug, alcohol, coffee & tobacco use and 1 Sleep
abuse 1 Sports

T

T

T

1

1

=4 =8 =4 —a —a —9 =a =4 =4 -8 —a a9

The Iconosphere

Putting words to cognitive phenomena in moments of shared or privaspdite sems to be our most
distinctive speciespecific feature. Talking with otherand talking with ourselvesAnd logging The
invention and use of numbers, hieroglyphs, and later the alphabets, (separating the languages, self
fulfilling the myth of the ill ganned Tower of Babel (with its left hemisphere bi@syvhat has brought

us to the Obamédecennium and the new options for global brotherhood and outreach.

Dynamic virtual social networks (including senior and patient netwetk$ are now growing upand
citizens with mobiles, SMS and WWW can suddenly plagariown court," with biographical unique
e-identity, and/or many pseudonymsmd writing is now embedded inandpotentially sefdocumenting
- audiovisual timespace fields, with photos, videlips, voice recordings and conversatienords.

| have studied this frontier field from its first rudiments in the 1980s, and have reached to a new category
of characters for logging of everyday bfdy/pical acts and event$his is a principal sokion that can

bridge the gap between text and image universe, both for the individual and in virtual social nétworks
introduce a pictorial writing, to ease our PC logging of everyday life phenomena, multimedia dialogues
and correspondence for entirg@lsivate confidential personal usBut the possibility that we may also

use it in our correspondence with others will also appear as soon as basic pictorial fonts are shared, e.g.
in a patient network

Practical agency in the individual life world imgdi categories of relevance, which can be considered as

elements, molecules and strings of habitee everyday routines in the hoiineften considered as trivia

-are extensively describable in narr atichthe | anguage
citizen has concept, and most have words in one or more langBagesterring descriptively to them

by words in languages is cumbersome.

Already back in the early 80s, working with an experimental apartment, | found that a short cut to
overview and understand the processes and events in a-faonilg was to use small pictures, fitted to
represent what took place when and where for the individual inhabitdTiés® are so many typical



generally recognizable phenomena in everyday bodilydifeur home, in the daily and weekly life,
including the welknown bodily functions and household functiohstarted then in collaboration with
students of methods of qualitative researtthconstruct a system of pictograms for this descriptive
purpcse. And then the technological development suddenly offered a new opportunity

| found a second shortcut to the pictorial shorthand needed by avoiding-theppied icosformat, and
instead using the charactermat, i.e. designing glyphs in a festite.

Now, as to general use of an electremizige journaling, we have an apparent dilemma: people, who are
active, engaged and involved in life and fellow humans, living under information overload, will have all
too much to tell their electronic diaridsivolved with other humans and other tasks, there are only small
and sparse timeindows for reporting to the diary. Describing everyday life with words is

disproportionally timeconsumingand so some kind of shorthand would be conveni€he everyday

stream of thought, of consciousness or of subjective life and agency is to a wide extent fanguage
independent, and not in the form of propositional thought. But there is a division of labor between the two
cerebral hemispheres, of which usually the Eftandling language in words, whereas the other, so called
recessive hemisphere, usually the right, is dealing in images and sen@onyfigures

(Sperry RW-M.S-Gazzanigaghd-J-EBogen, 1969)Levy, J-1974).

The development of human civilizatie is as saig-intrinsically based on development of spoken

language. And the invention of writing, with its origin in images (the hieroglyphs) is a crucial turning

point. But writing has, for millennia, developed in force of a minimal number of létt@tphabets, and

basically tied to the sounds of spoken language.original track of the hieroglyphs, writing with

images, has been out of bounds to the handwsjtiggewriting and printingcultures, simply because

general pictur@lphabets had to¢lude so many more characterle international use of traffic signs

was the first forceful penetration to the general public of modern hierogkptisince computers

entered the scene and reproduction of such pictures were facilitated, the moderia remiete with

icons, pictograms, glyphs, used to identify typic
behaviors of goods, men and machines. We see simpteenbal symbols heavily usedot only in

traffic, but in vehicles, hosts, newspapers and in most mechanical and electronic tools, including their
manuals, toolbars and controls, and even on the child's toys, the clothes we wear and the containers of the
foods we eafTheir communicative value lies partly in theiraagjlane recognizability, ondetter

briefness, colourabilitandresizeability But their crosdanguage understandability is, in force of

migration and globalization of the market, a further incentive to extend their use.

Now, in the habits of everyday persbna | i f e, t y plndeaidgwithyhé comraubicatien d .
handicapped, programs have been developed which offer a rich variety of icons for symbol and image
based interpersonal communication about everydayBifethey are bimapped pictures, andaimly

bound to licensed software. Howepmeictograms can be considered as a species of characters. Symbol
fonts are in fact produced and markefEqis implies that a basic diary writing, which can report habitual
situations, everyday events and actigtieith pictograms as single dedicated characters, understandable
even to the illiterate and the child, is a logical possibility., Big number of keys on keyboards being
limited,- tFhe entry of icons must take plaiesteadotherwise thasf the entry ofwords. The solution
presented here is to let the user choose and distribute pictograms, stored as characters in gafont suite
screen buttons. Users can arrange and rearrange them on a principaivémiean surrounding a central
scroll field, where tet is entered, and they can then, with a single malisk, be entered in the (time
indexed) texdines of the diaryActually, the day card of the diary is a potentially revolving stagene

to the userbés own body ma p, etcwhére dictogrdabuttonsraleo,canbé r t u a |
placed, contextualized and grouped according to such structured topologies.

The idea of using glyphs to support the verbal journaling and reflection of personal phenomena may



sound like an attempt to square thele. But understanding such glypihst as objective classifications
but as private signs of contextualized subjective phenomena points to a future of shataedifukny
al phabets for the more or | ess gtéandbimbodies.ypi cal ityd

The glyphs developed amount presently only ta@xamately450, and many are lousy and inadequate
A series of them are not availableitindows version et@But there are presently 12 restems, ready
for inclusion of many, many mogdyphs.

For some, the use of such glyphs in their diary may be uninviting. For atepesially individuals with
limited reading writing capacities, lacking languagdls, or anybody in situations where motive for
journaling is strong, but time or engy is shortglyphsmay provide convenient provisional shorthand.

INSERT FIG.1 Here
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I am certainly not proud to present this preliminary suite of glyphs, with all its weaknesses and
shortcomings. In the menuof which they can be chosen, an explanatory label is attached to each, and

the ones installed by the user keeps their label as-éigoolhe glyphs with labels can be closer

inspected iwww.phenomealog.dk/glyphs.htmThe user thus has access to an extended library of
pictograms, primarily referring to more or less universahathani or culture specifict y pi cal i t yo6s
bodily, domestic and neighbourhood endeavours, pursuits and processest Wil meed them all. It is

essential that it is the user who selects and distributes wanted i@sButichosen samples, and easily

removes and replacethem with others. They facilitate swift logging of habits and events, intermittently

with what mg be typed in from the keyboaneporting in words and sentences, names, numbers, titles of
books and films, feelings, thoughts and reflections.

It is essential that the electronic diary thus can serve both cerebral hemispheres in timély ways.

The mereuse of icons may for some contexts and purposes suffice, undggrésmure and in cases of
language barriers, illiteracy or speech and langimgairment.For adults in literate culture, however,
they may sooner function as occasional short hand whetiéying words and sentences (immediately or
later) can be added and situated

An important endeavor will be to organize netwbdsed mechanisms to evolve pictogralphabets for
subjective symptoms and treatments received, within and across magsedisend chronic conditians
This relates closely to theeppectives of tagging in networked adaptive information systenhfomic
care (Biswas, Martin, Sturmberg 2009) (Martin 2009)

The Body, the Home and Cyberspace in thBiary

From a psychologicaliewpoint it is crucial, that by ensuring for the members of a household a
permanent reference to the solid grodeekl of their own particular domestic and bodily time
geography, a personal grounded and rooted stem ak$etence can be grown, thatrcbe made to
function as a convenient core and anchor point for further personal orientation anetestlity (Agre-P

& Horswill,-; 1997) It implies the emergence of a new, coherent potential of demonstrative identifying
reference to rdentifiableindividual objects, states and ewypes in the private lifevorld, according

to their personal biographical relevance and provide us new means&fleelfion, evaluation and
ordination of past and possible future operations, states, informateet®bjnd persons (Bjerg, K, 2008)

I'n this, oneds body constitutes a necSebefoery fr ame
focussing on any specific patient target group, we must cooperate to find general formats for personal

body refermg over time, in a diaryThe day card must include a window to-B2r3D map of oneds
body. This constitutes a background scene for distribution of most health relevant glyphs already in the
prototype. But it shall also pernatuser to bookmark and ooment (more permanent and/or on a daily

base) spots and areas anywhere in oneds body.

! The maintenance of tiriedexed 24hoursdisplay of inserted icons, as separated from the text written by the user, is

an important feature possibility. It means, e.g. in the present prototype, that their distribution around the cloclspactée in

a separate window, where browsing throsghuences of days make changes in pattern immediately apparent. And it opens for
further developments towards columnar or circular displays permitting their juxtaposition with corresponding curves of vital
parameters from body sensors. Physiological aupl@atted relative to pictograms referring to behavioural or ideational events
may be illuminating not only to researchers and doctors, but also to potential patients. To this end we must apprage the log
process from a nesymbolic angle: The more @ss automatic inputs of measurements, which a laptop diary can be made to
record, along the diurnal cycle


http://www.phenomenalog.dk/glyphs.htm

General formats are also being created for visualizing in the diary relevant physiologic parameters over
time, beginning with the most obviousaccumulating tabkeof sleep length, number of pills, cigarettes,
drinks and manually enterdalood pressure and weighas basis for occasional reflectiobeat aiming

toward inclusion of illnesspecific monitoringe.g, cholesterol, coagulation, glucogtc and zoomable
curve-display. Enabling patients to monitor and keep track of bodily states and symptoms will most
certainly be the call of the immediate future. The abmestioned potentials of biotelemetry bringsio

to speak"under our skin", and highlight the poteat intimate, bodily closeness of this “"personal level".
Some such data might even, if desirable, be accepted for sharing with one or more helpers (Bjerg 2009b)
Configuring bodystaterepresentational tools for personal stafection is a littlenoticed potential,

mainly cultivated in circles working with the concept of biofeedback. But seen as one of many keys to a
sane healtteducation, such tools of sédhowledge may reveal a strong prophylactic potential, and thus
be worth adding to the domestal kit (Baskin-S-M-—et-al, 2004)

The thinking about social processes around the human body includes ranges of social workers, doctors,
nurses, secretaries, patient groups, clinics, training facilitiesetcthe thinking about technological

procsss, around the human body, includes ranges of diagnostic, maintenance, treatment technologies,
prescription and journalizing databasBst the convergence of all these social and technological
processes around the human body has an internal double nticéepsrsonal body and the personal

home, what we terhe Somasphere atite Oikosphere.

Whatever measures we take in health and medical care, social and technological, the moment we think of
just one citizen we must understand that a convergenceiaf and technological processes around the

body already exists inside the information dynamics of the home and the fasglynust build a

counterpoint to the systems notion of a patient or client: a view from below, a view from the vantage

point of the prsonnumber, a view from the target of the healthcivee c ons umer , the citi
and temporal viewpoint, as conscious phenomena in continued personal cognitive acoigmigitae

processes.

As discussed above, oessldialframe oheferantes avenfootmeddalthy ut es a
personThe day card can include a map of the home, being aflaarvector graphic representation, or a
richer #Af uhousde didogtawitutama.background scene for distributiomast
householerelevant glyphs already in the prototyjteshall also, in future versionpermittheuser on a

daily basis to mark, link and commemis pot s and areas anywhere isn oneo:
can have pragmatic value in all kindshouseholds, not least in cases of brain damage rehabilitation and

senile dementias.

As the inclusion of a representation (furnished floor plan) of thésieam home is a complicated
endeavour presently out of reach for most useesmore abstrageneralized habitat topology has been
designed the OIKOSi scene.

Insert Fig. 2 here



Figure 2.

This constitutes a topology, relative to whagiiph-buttons can be distributed, and, not least, demands for
coming glyphs arise.

But by the recent idasion of browser functionality in the diary, the following map may also constitute
one of possible backgrounds of the MYCYBERSPACE window, upon which, imge enabled to
accumulate and organize Internet bookmarks, can distribute their links, redadiveialontological
contexts

Insert fig 3 here



Figure 3

The Personal Interface

My method has been to develop an investigative tool, which at a minimum could satisfy the needs | met
in daily use on my personal laptop(s) day in and day ewingl all seasons of the year, over a period of
10+ yearsThe diary opens with a small window on the screen, from wéigder can orient.

Insert fig 4 here



