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Introduction Results

Human Centered Design (HCD) is a framework focused on the user Ultimately 2 documents were produced for the toolkit, including: « Some respondents preferred a more prescriptive document while others Themes/questions  Responses/codes (number of responses)
(i.e., patient) and their context. The user is recognized as a content 1. A patient education resource with basic information on adrenal preferred using it as a supplementary resource. Overall impressions “Good.” (3)
. . . . . . . . .. .. . . _ . . . . . User-friendly (2)
expert and is highly involved in an iterative process of design and insufficiency/crisis, treatment, circumstances to seek healthcare, and Some (n=4) respondents felt that the toolkit was missing information, while Enhances patient autonomy (2)
evaluation.m With rising application in healthcare, HCD has been additional web resources. other (n=3) respondents felt that it was comprehensive. Perceived uti(lét)y: Primlerfor newly diagnoszjgi patients (2), prescriptive
. ] o . o ] ] . ] ] . instructions (3), supplementary resource
applied in the development of shared decision-making tools, 2. A personal treatment plan with individualized information on stress dosing « All (n=11) respondents commented that they would use the toolkit to guide T ——
: : : : : . : : Oolkit fayou 00
interventions, and safety assessments.3* One advantage to HCD is of adrenal hormones and common scenarios with suggested dosages. decision-making for stress dosing. Easy to follow (7)
. . cLee . . Visually appealing (1), Dull (1)
that it facilitates a sense of shared responsibility with patients and Concise (1), too lengthy (1), too condensed (2)
clinicians, and by extension it fosters a patient-centered approach to The team also developed an emergency carry letter and an emergency wallet Example responses included: Did not like the adrenal crisis graphic (1)
care.’ card (not included in this poster presentation). « “The tool kit is the perfect resource to eliminate any self doubt. It provides Toolkit content /‘iompffhe(g)swe (3)
ccurate
more independence when dealing with these scenarios.” Informative (3): learned something new (2)
. .. . . . .. . . . or- . . . “Thic i . . Trustworthy (1)
Adrenal insufficiency (Al) requires a patient to be an active participant 13 patients were involved in the usability testing process for the toolkit, and This is a snapshot of how the patient should handle things. The other Incomplete (4): symptoms of adrenal insufficiency (3), more specific
in their management. They must be well-informed of their condition 11 of 13 patients completed the usability testing survey. Questions consisted platforms provide the soft side, this is an easy black and white to the point dosing examples (2)
and know how to navigate their hormone replacement needs, of both multiple choice and open-ended long answers. Open-ended responses document. Patients and healthcare providers will find this easy to use and Comparison to other resources Sonvff?‘ef;tl(1(é)
. . . . . . ) " ser friendly
especially in the context of sick-day management. were organized through an inductive approach, and themes that arose from functional More comprehensive (2)
. . .. . Less inf tion (1
these responses are outlined in table 1. Some of the insights obtained from ess information (1)
In partnership with the Physician Learning Program through the the survey included: Feedback from the survey was incorporated into the most recent toolkit Table 1: themes developed from the survey responses, with
University of Alberta, the Division of Endocrinology and Metabolism » Most participants felt that the toolkit was intuitive and easy to use. version shown in Figure 1 below. corresponding codes listed on the right.
identified Al as a clinical area of focus. Through collaboration with
Designers and patients, we sought to explore how we could enhance
patient care at our clinical site.
Conclusi & S
ADRENAL INSUFFICIENCY PpATIENT RESOURCE ADRENAL INSUFFICIENCY pPersoNAL TREATMENT PLAN onciusions Nex‘t teps
ADRENAL HORMONES HOW Al IS TREATED? Please fill out this form with your doctor YOUR REGULAR TREATMENT DOSES (when feeling reasonably well):
Adrenal hormones are produced by the 2 adrenal glands that sit on top of each Cortisol Repl . _’ hydrocortisone (Cortef™), cortisone'
kidney. Adrenal Insufficiency (Al) is a condition where the body cannot produce ortisol Raplaceman acetate, dexamethasone, OR prednisone. Name Glucocorticoid : FHydocortisone(Cortef“") [ |cortisone acetate [ |Prednisone EIDexamethasone|
enough adrenal hormones which are essential to life. Dosage . . .
Adrefal hormones are called “stress hormones” because they allow the body to ?::;:ier;:rr‘::e::;emem —’fludrocortisone(Florinef”“) Date Mineralocorticoid : [:lFIudrocortisone(FIorineffM)DNotneeded The |mp|ementat|0n Of Human_Centered D@Slgn (HCD) haS great
respond to stress. Dosage . . . . . .
.p Cortisol (a glucocortcoid hormone TALK TO YOUR HEALTHCARE PROVIDER IF.. or e il | promise in enhancing patient-centered, collaborative care. It is
Regulates blood pressure, wound healing,and blood sugar @ iz when geingou ofbed or - @Y orseringenrgy GENERAL SCENARIOS TO CONSIDER ADRENAL CRISIS empathy-driven and recognizes the patient as a part of the
o szigﬁ::::)leo(:drr:rr;eszlfecl:c;vr:i:ec:i'c::(c;rsr::r;:)lance changing posicon e Horgigg:aljg:&?:(t):)tfr:glr;e:grgecgstf:r\:ﬁé o:()igég?jr?tcl)lrgcovery If you are.exp.eriencing these symptoms.below or u.nab!e to kee-_‘p . . y . . . . . .
Primary Adrenal Insufficiency happens when the adrenal glands are directly E yvzgﬁ?tgiciinwaght oss o @ Ecigohc:;#%?rtio low g:;a:yZUtzg)?dayS) both sal d fluid intak ﬁ:i;:?;?;cat'ons dovin, then seelcmedical attention immediately InterdISC|p||nary team. In th|S prOJeCt We have OUtllned the appllcatlon
affected (eg. from autoimmune disease, infection, or surgery), resulting in a lack of * a rated; increase both salt and fluid intake. . . . . .
both cortisol and aldosterone. ”?;gor(?g%r?:ifg/gommHg)or Qg Worsening salt craving ’ Ifr(ijquill’intgtinc.reased dose for more than 5 days, seek ainting or dizziness on standing Of HCD In the development Of a patlent |nf0rmat|0n tOOIkIt fOr
M Secondary Adrenal Insufficiency happens when the brain signals to the adrenal too low (< 90760 mmHg) medical attention. ) ) . .. . . . .. . .
1 ° Dlscovery glar;c.isa.reaffect:d(eg.fromhtoo.m.uchglrjco;)orticoild.for.othzrfc_ohdition:, o;l)ioid Iq g/lood changes(g.g' tabily) : Undergoing procedure or q‘J Vomiting, persistent diarrhea, or persistent illness - Low Iors . adrenal InsuffICIenCy -tha-t IS Slmple, In-turtlve’ and Immedlately usable
. . . me .Icatlons, or damage to the pituitary gland), resulting in a deficiency of only epression, anxiety, irritabili pregnancy I +  Dosage: Triple stress hormone doses . ' N\ N _ d g
The first step was to understand the patient context and experience, cortisol. SPECIAL CIRCUMSTANCES * fcan not keep meds down,seek medical atention fo \ for end users.
in addition to the clinician perspective. A team of endocrinologists, a oo e D o Signitcant physical iy
H C d D . d . II b d . « Fainting or dizziness on standing . Backor.abdom(?n pain ‘ not treated (Adrenal Crisis). 6. (egbroken bones, spralns or severe burns) . . . . . . . .
uman_ entere eSIgner’ an patlent partners CO a Orate In an : ;Z\Z?LOFTSUZLZ,S?/l;:iiting,and/or . zzrrl;e:I":)ilc;f)Skmorgumsunpn- See your personal treatment plan regarding stress dosing and adrenal crisis . Saor:laegja)ll)(m::’\eri;irr:%glfl:)(rjrzsé:((j):):er?llg:ﬁrl\cgagzgz’n The tOOIkIt haS Slnce been d|Str|bUted for appl|Cat|On Wlthln the
exploration of the challenges of living with adrenal insufficiency and drrhes P eemmstnprmay Aoy | monagement . T Endocrinology division (the documents are openly available on the
. . WE RECOMMEND ﬁ Take half of your total daily dose of glucocorticoid every 6 Dehydration ) ] .
areaS for Improvement In the Iocal ConteXt. . o e y - /"\Sjkyt')urd.octoraboutth‘eneedforanemergenCYqucoconicoid . Eoursthencontln'ugyourregulardos?perlocaltlmezgne Alberta PLP WebSIte), and further feedbaCk Wl” the be Obtalned to
@ ear a medical alert bracelet or necklace with the term @ injection kit at home, which may be recommended in cases of arry emergency injectable hydrocortisone espescially if you Back or
= A significant illness or travel. Keep in mind, you still need to go to the are travelling to remote areas. tomach pain 1 1 [
S hfspf;tal ify|c|>u have adrer:a:(cri:issymp(:oﬁs. : TeE ' Sionif ’ | o | Dosage: Tripl ° N hp q in ble hyd ' gl.“de fUture |terat|0n3.
° Keep a wallet card, and/or a have letter from your doctor outlinin Ensure that friends/family can recognize the signs and symptoms of .'gmoggn; err:g:;onc?snc])r gfg’c g:)eglfj?restress ioian e.ezlvaes(:r:ess irc])rrS:)nee; Iils: ci)crausae |:neic(;(s (fr rocortisone
2‘ Ideatlon 6theFr:eedforemergencymedicationsanddos)i/ngrecommendatiois @ adrenalcrisisandwhent):)gethelp.g : o @ . I[D)leasiSpS(:akwr:hyoﬁrdoitirfo?persdonallzed adjustment. E;droctzrtisoz;and ||\</f|guidsg_ tmedicalattention for I

*See back for details.
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Qualitative surveys were developed for endocrinologists and patients OB i v.tsi:grﬁ Y = N o A — © 030 v.ts:;:*;:% mlm nera eain G RS O BT TISTRY
with adrenal insufficiency followed through the U of A to further
gauge local practices and experiences. Ultimately, the development

RESOURCES WATCH OUT FOR MEDICAL/DENTAL PROCEDURES Refe rences

Of a patient t00|kit 'to Standard ize pa‘tient ed ucation' CI i nical praCticeS’ . Hor.mor?e Health Netwc?rk: http://Yvww.hormone.org/d|seases-r3nd-conc?|t|onslédrenal-lnsufﬁaency
+  Patient.info: https://patient.info/signs-symptoms/tiredness-fatigue/addisons-disease ‘ Pregnancy o Admission to hospital or emergency department
. . . . . +  National Adrenal Disease Foundation: https://www.nadf.us/adrenal-diseases/addisons-disease/ ) +  Speak to your doctor about dosing once you find you are pregnant or are i+ Notify the healthcare team of your diagnosis of adrenal insufficiency,
a n d I n fo rm at I O n res O u rceS Wa S d ete rm I n ed to be a p rl O rlty. «  AHS Health Link (available 24/7): Call 811 or visit https://myhealth.alberta.ca L | planning pregnancy. M and notify your healthcare provider’s office if you are being admitted to
*See Labor and vaginal delivery procedure hospital.
*  MyHealth Alberta: https://myhealth.alberta.ca/
» Injection kit video demos: https://www.addisonsdisease.org.uk/the-emergency-injection-for-the-treatment-of-adrenal-crisis Strenuous exercise y Minor Procedures with local anesthetic
. ' ‘ Dosage: A temporary increase in stress hormone dosage may be required. +  Post-op: An extra dose of oral stress hormone can be taken, only if adrenal
NOTES v +  Speak to your doctor for a personal plan. s insufficiency symptoms occur. 1 ° Son ney Jl D Uffy MI H Oogerheyde LXI La ng h a user El TeSka D °
3. Prototyping & co-creation i |
: yping . ot temperatures or conditions Labors Delivery Applying Human-Centered Design to the Development of an
. .. . . . @' ** +  Youmay need extra doses of stress hormone or extra fludrocortisone. & +  Pre-op: 100 mg hydrocortisone IV or IM at onset then every 6 hrs until delivery . . . .
The prlorltles Of 'the 'toolkl't Conten't and |ayou‘t Were Clarlfled Wl'th Stay hydrated; increase both salt and fluid intake. . Post-op:Doubletheregulardoseoforalstresshormonefor24-48hoursthen ASthma Essentlals Kl-t for SChool_Aged Chlldren and Thelr ParentS.
Speak to your doctor for a personal plan. return to normal dose if well.
I I I I Medical/dental d : Minor Surgeries/Procedures Requiring G | Sedati 1 i . .
endocrinologists and patient partners. Afterward, the toolkit 7 A S s 7 Minor Surgerles/Procedures Reqiring General Sedation Journal  of  Pediatric  Health Care. 2019;33(2):169-177.
insufficiency, as additional doses of stress hormones before and/or after +  Post-op: Double the regular dose of oral stress hormone for 24 hours then

prototypes Were developed. maybe required. *See the dental procedures. gfﬁreturntonorm:ldose dOi:1 O.‘I O'I 6/j.pedhC.201 8.07.008
Bronchoscopy
WE RECOMMEND

L #)  Endoscopy: Gastroscopy and! or Colonoscopy 2. Giacomin J. What Is Human Centred Design? The Design Journal.
4. lteration g G ML SHBery e e 2014;17(4):606-623. doi:10.2752/175630614x14056185480186
Multiple sessions were held to review the toolkit prototypes, with E o meney medctons and o recommentations e e Dt.pd 3. Harte R, Glynn L, Broderick B, et al. Human Centred Design
recommendations from both physicians and patients guiding further _ skyour doctorabout th need for an emergency lucocorticod nection kit a W , ,yw<’ Considerations for Connected Health Devices for the Older Adult.
iterations of the toolkit. This process was repeated until the toolkit ‘& hormone one hour pror o surgey and for 24 hours post procedure ther

in mind, you still need to go to the hospital if you have adrenal crisis sympyoms. return to normal dose. J I f P I 1 d M d TaY) 20 1 4‘4(2) ° 24 5_28 1
*  Major dental surgery: 100 mg hydrocortisone IV or IM prior to Ourna O ersona Ize e ICIne ‘ ) ’ ’
Ensure that friends/family can recognize the signs and symptoms of adrenal anaesthesia. Double the regular dose of oral stress hormone for 24 hours

was determined to be acceptable with both the physicians and B e e doi:10.3390/jpm4020245
patient partners.
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u

. | | o . . Reflections on Designing Anticoagulation Choice. Mayo Clinic
Patients with adrenal insufficiency were invited to take part in a Figure 1: The current toolkit. The two pages on the left comprise the patient information resource, and the two pages on the right are the personal treatment Proceedings. 2019:94(4):686-696.
review and feedback of the toolkit in real-world application. Those plan. doi:10.1016/j.mayocp.2018.08.030
who consented reviewed the toolkit documents with their
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5. Usability testing & implementation
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endocrinologist and were provided a copy to take home. Afterward a
qualitative survey was distributed to gauge ease of use, intuitiveness,
and for further feedback on the layout, content, etc.




