Design Research Society

DRS Digital Library

DRS Biennial Conference Series DRS2022: Bilbao

Jun 25th, 9:00 AM

Design for patient empowerment: Guidelines to design for
supporting the self-management of people living with chronic
conditions

Teksin Kopanoglu
CSAD Cardiff School of Arts and Design, Cardiff Metropolitan University, Cardiff, UK; PDR International
Centre for Design and Research, Cardiff Metropolitan University, Cardiff, UK

Katie Beverley
PDR International Centre for Design and Research, Cardiff Metropolitan University, Cardiff, UK

Dominic Eggbeer
PDR International Centre for Design and Research, Cardiff Metropolitan University, Cardiff, UK

Andrew Walters
PDR International Centre for Design and Research, Cardiff Metropolitan University, Cardiff, UK

Follow this and additional works at: https://dl.designresearchsociety.org/drs-conference-papers

0 Part of the Art and Design Commons

Citation

Kopanogluy, T., Beverley, K., Eggbeer, D., and Walters, A. (2022) Design for patient empowerment:
Guidelines to design for supporting the self-management of people living with chronic conditions, in
Lockton, D., Lenzi, S., Hekkert, P, Oak, A., Sadaba, J., Lloyd, P. (eds.), DRS2022: Bilbao, 25 June - 3 July,
Bilbao, Spain. https://doi.org/10.21606/drs.2022.530

This Research Paper is brought to you for free and open access by the DRS Conference Proceedings at DRS Digital
Library. It has been accepted for inclusion in DRS Biennial Conference Series by an authorized administrator of DRS
Digital Library. For more information, please contact dl@designresearchsociety.org.












Teksin Kopanoglu, Katie Beverley, Dominic Eggbeer, Andrew Walters

+O@AH, BI(F%.H'$%G (F, #(
GDFE?3:)+(+13%)4!"0"?ABA

L2*"; $:P42$1"4)3:)*&";+)2"3"1+(0
)'*"344$(+3)+$%"3()+6+)."$%")2*
[*3%+%="$>"-./12$*&*/37"Q%$-0

-$,+%=")2+4<"®RI12. H+3:.R"3"

L$"=3+%"
&FF1%:"+960
4+=2)4"$%6"8*
13%3=*/*0%)"
*M 1*:+*%(*"
3%&"+/1$;0

E"G03P+%=";$:P42$1";34"(2$4*%")$"
&*6*-$1&**1+:"3068")3(+)" +%64+=2)4"&":
)2*"13P+06="3()+6®)2F";$:P42$1"3-4$"
3--$;*&"9'+-&+%="RBOKI5*34"*4R"
)3+-$H&>$:") 2% Y * 8 A"3Y6&" L+ >+ K0 (*
$>")2%"13:)+(+13%)47

*:[*%)">$:"
*>-%()+6*"4*38%3=*/*%)"T$"0 D ABAR +p="
%3-"134"+90):3& (‘&7"Q%3-~.<"Li  \o gy yopmn
+13%6)4"/385'3"-GH(2"4H%A0 3 6w
)$:+%=")$$-"(3--*&"REB}BB*340
TFRS>$:)2%/4*-6*4<")$=*) 2% " +)2"
)2*"$)2%:"13:)+(+13%)4"3%&") 2*">
(+-+)3)$:47"
+JD#J.AD(G.%)"E?S:)+(+13%)4!"LI L$"'=3+%"3" E"(-)":3-"1:$9*"/*)2$&";34"(2$4*%") $"

?ABA">$:","/$%)247

23:)+(+13%)4" @S¢ /*%)*&."
)2%+:"4* FB%3=H*00)":$) + %6+ 4<"
4.11)$/4"3%&"=$3-4";+)2") 2" 4*"
$>"VS."AJ12."H+3: W"3%&")20'($
(*3)*&"VB:310$0*34' *W">$:" "
1$%)24TL2*"+9%64+=2)4"=3+0/6+&">
)2X" L HE+ A" A) &4 &S 25" &
6*-$1/406)"$>") 2% 41" :3-"

1:$9*47

& 1% %&*:0
4)3%8&+%="$>"
)2*"4*-§3%0
3=4/*06)"*MO
TH440p(*" >
)2%"13)+*06) 47"

L$"&$('/*%)"
13:)+(+13%)4"
*0p=3=*/*%p)"
;+)2"RB:3D
)$B*34"*R"
3%&"RS.
A./12 H+3:.R

3--$;"13:)+(+13%)4")$":*1$:)")2*" (23%="
)2*4*"1:$9*4138*")$") 2*+:" 4*-F3%0
3=4/40b)<"+06")2%+:"$;%" 1*:4$%3-"413(*
3%&"$6*:"3" 1+ +$&"$>" Y+ /*7

w Vs

1.9%JG(,B#".-,"F(F #$(DK!E
G$%"&"AHS"AG, #( H?3:)+(+0
139%)4!1","- /12$*&*/3")2*:31+4)4

?%:4$%3"):3%4+)+$%4" ¥+ &*6*-
$1*&")$"&*1+()")2*"(23%=+%="4']
1$:)'%+&4"$>"1*$1-+"-+6+9%6=";+).
- J12$*&*[37"L2*4%" *:*"42%; %"
)$"-./112%*&*/3")2%:31+4)4"&":0
+96=")2*"+%)*:6+*;4")$"=3+%"+%
308")") 2%+ "M 1*:+*0(*"$%"13)+*9
*11$;*:/*%)7

L$"=3+06"3%"%
&*:4)3%8&+%="3
)24 M 1*:+0
(308"
$1+%+%$%4"$>"
L /12$%&*/3"
)2%:31+4)4"$%"
13)+%96)"*/0
1$:%:/406)7

2%:4$%3"):3064+)+$%4"* ¥ " 4*&"$">3(+
)3)*"($%6*:43)+$%4"39$") "/ 1$;*:/*06)"
3%&"(23%=+%="13)+*%)"%**&4"3-$%:
TS %% <"1+)2"-./12$%8*/3")2*:31+4)47

As listed in Table 2, ten PLWL participated in the qualitative studies including the interview,
co-making workshop and cultural probe. All participants were female.
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Table 2. List of study participants with lymphoedema

Pseudonyms* Interview Workshop Cultural Probe Age (years)
Sarah Pilot v v 70-80
Margaret ) \ \' 70-80
Mary v \ \ 60-70
Elizabeth ) v v 60-70
Jennifer v v v 60-70
Laura v _ _ 30-40
Helen \J _ _ 40-50
Lesley ) v _ 70-80
Carol ) v _ 60-70
Angela _ \' \' not known

*Note: Pseudonyms were assigned to participants to keep their identity anonymous. Ethical approval was given
for the study following Cardiff Metropolitan University’s procedures. Participants provided informed written
consent prior to study participation.

These studies were transcribed. They were then coded following a three-staged thematic
analyses method (with the help of the software NVivo). During the final stage of the the-
matic analyses, the codes were reconsidered through the lens of our research questions and
related theoretical models on health behaviour. Previously, we had conducted a systematic
literature review of the qualitative studies on lymphoedema self-management experience,
and an exploration of theoretical models on how and why people behave in certain ways re-
lated to their healthcare (Kopanoglu et al. 2019). Self-Determination Theory (Ryan & Deci,
2000), Stages of Change Model (Prochaska & DiClemente, 1983), Social Learning Theory
(Bandura, 1977) and Patient Activation Model (Hibbard et al. 2004) have been recognised as
having close correlations with the findings of our studies with PLWL, and have been influen-
tial in distinguishing the themes presented in our results.

3. Results

The insights gained from the participants about self-management and how to design to sup-
port patient empowerment are presented within the following six themes:

3.1 Competence: Being able to manage my condition despite fluctuations and
always looking for new strategies to manage better

For the participants, empowerment necessitated an understanding of the effects of various
self-management strategies on individuals and an ability to adapt these depending on daily
fluctuations. Offering a greater range of alternative self-management strategies could sup-
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port empowerment of experienced PLWL. However, if such increased decision-making re-
sponsibility was passed to the individual before they were ready, that could instead cause
information overload and confusion. In the design of self-management support systems, it is
therefore important to adapt the provided information according to the readiness of individ-
uals for empowerment. For people recently diagnosed and lacking competence, communica-
tion of the fundamental and basic management strategies with multisensory demonstrations
were considered important: “In the beginning you don't know if you're doing it right. Some-
thing you've never done before...” (Margaret). Yet following increased competence, individu-
als should be gradually encouraged to broaden their management strategies to achieve their
own self-management goals: “Finding the right tools takes time... I'm always trying different
things. There is always new stuff.” (Laura). Participants also described lymphoedema as an
evolving condition requiring continuous exploration of new strategies. Even a self-manage-
ment routine that had worked well previously for a patient could become ineffective over
time. Proactive problem solving was a part of empowerment in self-management and in-
volved increased awareness of the effects of management strategies, and developing prob-
lem solving and self-monitoring skills: “It’s about being able to assess and just forming a
habit of knowing possible reasons if you're up or down... It's about learning the different
tools of management...” (Elizabeth).

3.2 Autonomy: Self-Management is important for me; it corresponds with my
goals and is an integral part of my life

The self-management goals of participants included managing fluctuations, being able to
wear certain clothes, avoiding infections and worsening of the swelling, and decreasing the
size of their affected limb. Participants described changes in the ways they perceived self-
management over time. Early after diagnosis, they described finding it sometimes difficult to
sustain self-management. They explained that getting in terms with having the condition, ex-
periencing the benefits of self-management and building habits were helpful. Some de-
scribed how they internalised self-management as important and as an integral part of their
life: “You can't say I'll get a week off. It just creeps up and gets bigger. You have to keep try-
ing, and if one thing doesn't work you got to try something else and keep swapping and
changing” (Mary). Internalisation of the motivation was an important factor for empower-
ment. To support the development of this autonomy, personalised goal setting and making
the benefits of self-management apparent were useful strategies. For people experienced in
self-management, the designed systems should go beyond reminders and allow the users to
set and adapt their own self-management goals and plans.

3.3 Habit: Self-management is a part of my everyday life

While expressing their self-management habits, participants started by evaluating their self-
management routines from an adherence perspective. Most of them described how much
they were able to follow what was prescribed to them. From a medical perspective, practic-



