Correlation of Lymphoma Patient Information Level with Healthcare Experience

LYMPHOMA S = Natalie Dren, BSc, MPH?Y", Lorna Warwick?!, Karen Van Rassel, LYMPHOMA =
COALITION o o g\ Theodoros Moysiadis?, Christina Karamanidou, MSc, PhD2, Aliki Xochelli, MD, PhD?2 COALITION o ¢ g\
Lymphoma Patient Groups @ @ @ @1 ILymphoma Coalition, Mississauga, Canada, “Institute of Applied Biosciences, Centre for Research and Technology Hellas, Thessaloniki, Greece Lymphoma Patient Groups @ @ @ @
r )
Across recent health reform research, there is growing : 90
advocacy and awareness surrounding the idea that patients 3.1 Levels of UnderStandmg 38
should act as more effective managers of their health and The impact of perceived information level (Figure 1) was reflected in respondent’s understanding of the medical aspects of their 0
healthcare. Knowledge dissemination is frequently named as a lymphoma, diagnosis and care (Table 1, Figures 2(a) &(b)). 0

preliminary requirement for this shift in attitude and behaviours.
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In 2017, _ the I-_ymlphoma Coal_mor! (LC) Condu_Cted a mlxed Table 1. Respondents’ understanding after their initial visit with the doctor based on their perceived 0
methods investigation to determine if evidence exists pointing to information level 0
better outcomes for more ‘informed’ patients_ A key theme was Topics Around Diagnosis and Care Adequa_te Somewhat Adequa_tellnadequate 10
identified: when a patient has knowledge surrounding their '"f°r(';";‘t'°" '“f°’$a;t'°" 0 _ | | |
condition, they are more inclined to be confident in sustaining — Ll e Didyouseek ~ Did you feel confident  Did you fee| you had
£ tient role. th K . d thei fient g o | clarlflcatlon on things voicing your concerns  the rlgh_t to take_ the
an active patient role, they ask more questions an elr patien Characteristics of the particular subtype o4 27 you did not to your doctor?  doctor's time to discuss
experience IS Improved. Different medical treatment options 64 28 understand? your concerns?
Initial treatment if started right away 74 39
: . : : . : Potential side effects of treatment options 66 34 m Adequate Information m Somewhat/Inadequate Information*
To continue this investigation, the LC utilised the 2018 Global = Adequate Information _ Side effect management g 50 6 5 5
Pati h d furth = Somewhat Adequate Information y *Somewhat/inadequate information levels grouped as a comparator
atient Survey (GPS) on Lymphomas and CLL to further Inadequate Information Process and stages of care 65 32
explore patient awareness and understanding, sources and Active surveillance (‘watch and wait'), if 71 38 Figure 4. Respondents’ communication with the doctor based on perceived

Figure 1. Level of information respondents perceived  applicable

level of information, support from healthcare professionals, and information level

the impaCt this has on the patient experience they had overall *Somewhat/inadequate information levels grouped as a comparator
Understanding of Process and Stages of Care (a) Understanding of Side Effect Management (b) Across all categories, improved communication was reported
2) METHODS 40 40 by those with adequate information (Figure 4). Additionally, the
35 35 general reporting of physical, medical, and psychosocial side
Study Design S 30 < 30 effects was statistically dependent on the information level
? 25 < 25 :
: : : = variable.
e Online global survey (2018 LC GPS) of patients with § 20 % 20
lymphomas (including CLL). S 15 T 15
: 0 10 S 10 4) CONCLUS'ON
e Hosted on a third-party portal from January 2018 to March N . Q.
2018 in 19 lan . d o . . . .
018 _ 0 a_ guage_s | _ 0 . , ; ) : 0 . , ; . : Having a perceived adequate information level was
) ?ellfs:;lgnf;?ipljj Iﬁ)\iﬂen\;[v:tnl’f(?s.:;n:tel?fg(izdasnudpE)Z::’leffsa':ooiare Understanding Level (1 lowest, 5 highest) Understanding Level (1 lowest, 5 highest) Correl_ated with _more §elf-reported _pOSitive_ healthcare
pSe, fatigue, fiving ’ ' | | | | | | | | experiences. Patients with adequate information reported
Participants —Adequate information =~ —Inadequate information —Adequate information =~ —Inadequate information bettered management of their health and healthcare
e The survey was advertised through the social media of 65+ Figure 2.(a) Respondents’ understanding of the process and stages of their care and (b) side effect management after their initial visit with their doctor based on through improved understanding, confidence levels, and
scientific partners, INTERLYMPH, and HCPs. 3.2 Respondent Feelings information IS an important aspect to a s_ucc_essful patient
e 6631 participants took part from all over the world (70+ : experience. These results pres_ent Implications for both
countries). < 80 Adequately informed respondents felt more patient outcomes (health behaviours, health status) and
o | = ;g confident in determining the need for medical care costs to the healthcare system.
Statistical Analysis < 5 vs. handing a health problem on their own (59%)
: £ 40 compared to somewhat (35%) and inadequately
e A minimum completion threshold (Total_M 0.70) was defined S 10 . . ACKNOWLEDGEMENTS
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» Descriptive statistics were performed for all questions of the eltincontrol el confdent Hv?i?hgt%(;?r%%r::\tls:zagfuqs Fiﬁé:céré{sren?fn?ﬁ;iﬁgg respondents reported experiencing low levels of other organisations, pharmaceutical companies, medical
survey. Associations t_)etween fagtors were examined care and treatment plan  trustworthiness of _negatwe feelm_gs (out of control, fearful) and orofessionals, pharmacists and individuals who generously
through cross-tabulations and chi-square tests (p=0.05). information abouttheir | jngdequately informed respondents reported : : :
J disease experiencing low levels of positive feelinas (in shared their knowledge, resources and understanding for this
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