The Importance of Care Partner Input in Alzheimer’s Disease (AD) Drug Development
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In Alzheimer’s Disease (AD), the role of the care partner is essential due to their gradually increasing role over the ANALYSIS: Descriptive analyses were conducted for each background and demographic question in the survey. Figure 2: Mean Rating for Each Item by Care Partner Respondent Group would never take it out on my wife. My doing... In my home | feel very safe. And | that | used to be able to do well and | don’t

course of disease progression. Family and friends of those living with AD take on unique roles, including providing For continuous and ordinal variables, the number of available observations, mean, standard deviation, minimum, 14, Takes their medications sorrectly wife, I love her. But it's frustrating. And | go don'tlike the area where we live, it's too far N ST Yy

care and representing the wishes of their loved ones in later stages of disease. and maximum were calculated. For categorical variables, the number of available observations and frequency and 37.1s able to stay safe (e.g., remembers to turn off appliances or.. through the inward thing, which | think the” out. We live way, way north. But | feel down. | just don’t want to be a burden.”
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Many current trials require care partners (CPs) to report on patient symptoms later in the disease. Studies have group and demographic subgroup (defined by gender, race/ethnicity, and education). 32. Feels like they have a sense of purpose (self-worth) rotp 1 Individua Individual

33. Not be irritable, frustrated, or agitated

35. Not be suspicious or not trust family, friends, or care.. She could be left alone a litile e, and

also suggested that the role of the CP-patient dyad may be linked to reliable outcomes in drug development. ‘He has ideas. In fact, he said that this

However, there are concerns around reliability of information and reporting bias. Ratings data were analyzed separately for each respondent group. First, the frequency with which each rating was 34. Not have angry outbursts moming. He was thinking about, he carme i he' followed directions aqd stuff, | she would be less agitated because she
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The Alzheimer’s Disease Patient and Caregiver Engagement (AD PACE) What Matters Most (WMM) study is a rating for each item were calculated. Descriptive and ratings data were managed and analyzed using STATA 14 28. Keeps an interest in doing things they enjoy | because he gets emotional sometimes Grog 5CP e | urden.... She hates being a burden o her
two-part study designed to better understand and assess treatment-related needs (i.e. what matters) as well as (Stata Corp, College Station, TX). o7 Soialloas with family o ficre. now, a lot more.” Group 5 CP up family.” Group 5 CP
treatment preferences and priorities (i.e. what matters most) among individuals with or at risk for AD and their 10. Recognizes people they have known for a long time IS
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AD and their CPs across the continuum of the disease is needed to inform: calculated for each respondent group. 9. Remembers names of people they have known for a long tim e | ™
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: : 17. Understands what other people are saying in conversations I — imi i
. the development of AD therapies and care services; 3. Remembers what someone just told them | EEEEE—S leltatlons
. . 13. Not put things in obviously wrong places (e.g., a shoe in the.. I — . . ) ) ) . .
. the need for new tools and measures that assess outcomes that are confirmed as most meaningful to 23. Follows instructions or steps to do som ething | S — = This research asked CPs to rate item importance from their perspective, not as proxies for the patient.
individuals with AD and CPs; Results 24. Can use h08“3523Ldmipeﬁ!avrv‘gfjs(iEr;aTr;’erser;foftaer;ﬁlfgr‘(’)%‘jagcetrs) S ————— L = Comparing mean ratings between CPs and patients may be confounded by severity of disease, as CPs were
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healthgtechnglo assessments anpd reimbursement decisions for new therapies and services to treat and CPs (n=119) were mostly women In their mid-50s with high socioeconomic statuses. The average age of the 51§€Sﬁg1e?setr§nvézevrvi;?fgepylZﬁg?;gm; . Sttt vl s e e S
AD: %y P corresponding care recipients was approximately 80 years, and most were women. Table 1. 16. Not lose their train of thought in conversations I " The sample may be lacking diversity in terms of gender and socioeconomic status. The distribution of
manage AD; an 4. Remembers why they walked into a room | .. respondents among urban, suburban, and rural regions is incomplete.
5. agrowing understanding of the unique experience of CPs of people with AD. Table 1: Demographic Characteristics of Care Partner Respondents and Care Recipients (Groups 4 and 5) R e B e o T ———— = This study did not require or collect an independent assessment of the patients’ or care recipients’ cognitive or
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The AD PACE program has begun to explore the appropriate role a CP can serve when reporting on experiences Characteristic Y ) U9 ) il S GOl O [ R ) B el )y [ ] il e & mG 5 specific clinical characteristics of the patient or care recipient.
f livi NS d thei t t t t . - d Care Partner Care Recipient Care Partner Care Recipient 11. Knows the date and time I roup _ - - _
Ol Someone Iiving wi and their response to a treatment (experimental or approved). Mean Age (SD) 58.5 (14.9) 796 (9.1) 56.4 (14.1) 80.5 (8.7) 6. Remembers appointments I = CP ratings were elicited only for those people providing care for people with moderate or severe AD. CPs of
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Race/ethnicity, n® (%) 26. Plans or organizes activities (e.g., social events, trip) | EEEE—— differences between groups are associated directly with the progression of AD.
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SAMPLE: The AD PACE WMM Studies included participants throughout AD through both qualitative and LlliEAeE T 47 (72.3) 45 (69.2) 26 (48.1) Z29(89.0) Ty . Drivos
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In the Qualitative Study, CPs in Groups 4 and 5 Sredueieen piaiessione] desee 15 (23.1) 9(13.8) 6 (11.1) 4.(7.4) Table 2. Ten Highest-Rated Items by Respondent Group (Patients and Care Partners) their loved one. Future studies and guidance should examine opportunities for CP input on drug development as
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