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Caregiver burden is multifactorial

High levels of psychological burden (80%) and depressive symptoms

(50%).
« Exacerbated by frequent medical visits, patient functional decline, and

disease relapses.

« Burden is dynamic and increases with disease progression and patient

functional limitations (end-of-life care).

» Total disruption of personal and professional life.

J

Abed Al Wahad, A. et al. Blood Adv. 2024;8(22):5917-5924.
Nielsen, I. H. et al. Eur J Oncol Nurs. 2024;69:102538.
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Caregiver intrapsychic factors

Internal psychological processes and personal attributes that influence their experience of burden

Self-efficacy Coping style Personal Emotional Perceived
beliefs resilience competency

in the

> caregiver
role

Psychoeducation, skills training, and psychological support programs

E A PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg Akter J, et al. Heliyon. 2023;9(11):€21243;



Caregiving Demands

Management of medical care Assistance with non-medical issues Provision of personal care
. Help keeping track of medications . Help wsith bills/banking . Help care for teeth
. Help making medical appointments . Help with chores . Help getting around home
. Help ordering prescribed medicines . Shop for patient . Help with exercise
. Help speaking with medical provider . Help with feet
. Help with other healthinsurance . Help with personal care
. Help with special diet . Help with skin care

. Help with shots/injections

et

Intrapsychic Factors

. Don’t have time for yourself . Have move things to do than you canhandle

. Enjoy being with patient . Helping has made you more confident about your
. Exhausted when you go to bed atnight abilities

. Feel cheerful . Helping has taught you to deal with difficult

. Feel confident and good situations

. Feel down, depressed, or hopeless . Helping has brought you closer to patient

. Feel full of life * Helping gives you satisfaction

. Feel lonely . Like my living situation very much

. Feel upset . My life has meaning and purpose

. Felt nervous, anxious, or on edge 5 Patient gets on your nerves

. Gave up trying to improve my lifea longtime ago Patient appreciates whatyou do

¢

Coping and Supportive Factors

. Have friends/family that help you take care of patient : Infastyear, found financial help for patient
. Have friends/family that help with your daily activities 2 Inlastyear, gone to 3 supportgroup
. Have friends/family thatyoutalkto aboutimportant things * Inlastyear, had 3 paid helper
. Inlastyear, used services thattook care of patient sothat you

could take some time away from helping

S .
E PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg Halpern, M.T. et al Qual Life Res 26, 1587-1595 (2017)



Does at-home management
iIncrease caregiver burden?
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O Y

| «J




Clinic G

UNIVERSITAT o

BARCELONA

C . . AH Barcelona
REVIEW ARTICLE - Volume 69, Issue 3, P289-303, March 2025 - Open Access
Home Hospitalization in Palliative Care for Advanced Cancer and
Dementia: A Systematic Review “Caregivers generally felt safe in their current place of
Beatriz Farinha-Costa, MD, MSc* - Paulo Reis-Pina, MD, Msc, PhD 212 5 care and were satisfied with the care provided at

L b1 )
Affiliations & Notes vV Article Info vV NnoIrie.

Informal caregiver strain, preference and e ~
satisfaction in hospital-at-home and usual “Informal caregiver strain in hospital-at-home for COPD exacerbations is

hospital care for COPD exacerbations: not different from that in usual hospital care.”

Results of a randomised controlled trial
“Satisfaction with care provided to patients within hospital-at-home is
Cecile M.A. Utens °® & &, Onno C.P.van Schayck b Lucas M.A. Goossens ¢, Maureen P.H.M.

Rutten-van Mélken €, Dirk R.A,). DeMunck ¢, Wiel Seezink ¢, Monique van Vliet ¢, Frank W.,J.M. hlgh and the majorlty prefer hospltal_at_home treatment for the patlent If
Smeenk ° Qhey could choose.” /

Satisfaction with Hospital at Home Care

Bruce Leff MD, Lynda Burton ScD, Scott Mader MD, Bruce Naughton MD, Jeffrey Burl MD, . . g . . .
Rebecca Clark BA, William B. Greenough Il MD, Susan Guido RN, Donald Steinwachs PhD, “Famlly members were more SatISfled Wlth treatment in HOSpltal at HOme

John R. Burton MD ... See fewer authors ~ than with the hospital in all eight domains, and this difference was

First published: 07 September 2006 | https://doi-org.sire.ub.edu/10.1111/j.1532- StatiStica”y Significant in six domains”.
5415.2006.00855.x | Citations: 128

Farinha-Costa B, et al. J Pain Symptom Manage. 2025;69(3):289-303.

S SHARED . .
. SPX International Colloquium 2025 — 6th Edition in Luxembourg Utens CM et al. Int J Nurs Stud. 2014;51 (8)-1093'1102-

P Leff B, Burton L et al. J Am Geriatr Soc. 2006:54(9):1355-1363
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At-Home Care Unit: History

APLASIA FOLLOW-
RAMP-UP AND
UP AFTE HD AT-HOME ALLO- EARLY PHASE OUTPATIENT CAR-

CHEMOTHERAPY SCT
(AML) VEN+HMA T CELL

1

AT-HOME ASCT HOME ADMINISTRATION EARLY DISCHARGE APLASIA FOLLOW-UP OUTPATIENT BSMAB

OF ATO IN APL CAR-T CELL AFTE CPX-351

E PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg 12
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At Home Care Unit: workforce and resources

3
Hematologist

Caregiver

8a?22h, 7d a week

Hospital bed 24 h:

Human 1 bed +

resources

1 chair

N

. Fundacién /Q,'S/‘ F "m u. »
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Episodes: 5350

® PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg 13
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Caregiver demands in our AHCU

Quality of Life, Caregiver Response, Anxiety and
Depression in Hematopoietic Stem Cell Transplant

Recipients and Their Caregivers

Arianna Rosich Soteras

SHARED
PATIENT EXPERIENCE

; PreTPH Ingreso PostTPH en hospitalizacié o UAD Alta Seguimiento postTPH
‘LJI: o) T0 | T | | T2 [ &) | | T4 T6
Py @ ‘ () VISITAPRE- | ! | DIA+7 (auto)/ DIA + 14 (auto) / | ! +3 MESES +6 MESES +12 MESES
~ @& TPH | +10 (alo) +21 (alo) :
) CUIDADOR ; :
- Consentimiento | ! ;
infemado, { | cuibADOR CUIDADOR | ! CUIDADOR CUIDADOR CUIDADOR
‘C“e,s;'°’;a"° ' CRA CRA ' CRA CRA CRA
recogidaicatos; | 4 EQ-5D EQ-5D : EQ-5D EQ-5D EQ-5D
cuidador : HADS HADS ! HADS HADS HADS
CRA ; g
EQ-5D ) !
HADS ; ;
PACIENTE | |
- Consentimiento | ! !
informado : PACIENTE PACIENTE : PACIENTE PACIENTE PACIENTE
~Clestionao: | FACT-BMT FACT-BMT 5 FACT-BMT FACT-BMT FACT-BMT
recogida : HADS HADS | HADS HADS HADS
datos_paciente ] 1
- Registro datos ! !
clinicos preTPH | :
FACT-BMT ! '
HADS
Leyenda
CRA = Caregiver Reaction Assessment
EQ-5D = Instrumento EQ-5D-5L del grupo Euroqol.
FACT-BMT = Functional Assessment of Cancer Therapy — Bone Marrow Transplant Scale
HADS = Hospital Anxiety and Depression Scale

SPX International Colloquium 2025 — 6th Edition in Luxembourg

Provided by Arianna Rosich Soteras 14




European Journal of Cancer Care

Research Article = @& Open Access @ @

Anxiety and Depression in Patients Receiving Haematopoietic
Stem Cell Transplantation and Their Caregivers: A Dyadic
Longitudinal Study

© Correction(s) for this article v

Arianna Rosich-Soteras §%4, Carla Ramos-Serrano, Anna Serrahima-Mackay, Cristina Gallego Miralles,
Teresa Solano Moliner, Nuria Jaramillo Forcada, Laia Guardia Roca, Ariadna Domenech,
Adelaida Zabalegui ... See fewer authors A

First published: 22 May 2025 | https://doi.org/10.1155/ecc/5744882

HSCT imposes sustained psychological distress on

both patients and caregivers.

Caregivers exhibit higher anxiety throughout and

more persistent depression beyond three months.

Course of caregiver anxiety over time

100% -
80% -
60% -
g
g
&
40% - -
20% - -
0% -
TO T1 T2 T3 T4
Time
HADS caregiver anxiety
B Normal
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[l Pathological

Home-based HSCT is not associated with greater

psychological burden.
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Course of caregiver depression over time
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HADS caregiver depression
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Social Project: “Rebuilding lives, ending social

exclusion.”
Formacio Clinic
iTreball " Barcelona

ldl‘mwm‘u

Fundacion"la Caixa’ w3 KERN

PHARMA

1. Facilitate access for patients who meet medical criteria but do not fulfil logistical criteria due to a combination of social, family,
and economic factors.
2. Facilitate access to the job market for people who face difficulties integrating into the regular labour market by offering them a

professional role as an at-home professional caregiver.

SHARED

E ® PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg 16
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Social Project: “Rebuilding lives, ending social
exclusion.”
(72) Clinic \—é—/
\-)) Barcelona
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/" PAAN
« Treatment control and vital signs monitoring
* Hygiene measures, meals, and dietary
Caregiver training by HCU Caregiver Recruitment and follow-up requirements

Patient selection « Harmonization of care and emotional support.

 QObservation of adverse events.

E ® PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg 17
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Social Project: “Rebuilding lives, ending social
exclusion.”

Professional Job placements Job placements B
caregivers in the program

outside the
program

E ® PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg 18
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Take home messages

*Patient experience extends beyond outcomes; care must address physical, psychological, and social dimensions for both

patients and caregivers.

*Caregiver burden is dynamic but manageable with structured support; at-home models do not increase distress or

workload.
*At-home programs are safe and feasible, ensuring high satisfaction and adherence while reducing hospital stays.

*Assessing and supporting caregivers through standardized tools (CRA, EQ-5D, HADS) improves quality of life and

emotional resilience.

*Social innovation amplifies the impact of inclusive projects, strengthening community, employment, and dignity alongside

clinical goals.

E PATIENT EXPERIENCE SPX International Colloquium 2025 — 6th Edition in Luxembourg 19
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AMBULATORY MODELS

Reduces inpatient bed occupancy
Promotes: patient comfort, autonomy, and quality of life
Cost-effective
May include remote monitoring tools

£

AT-HOME

s Immediate « Frequent travel * Reduces
access to can be .nosoc.omlal = Careful patient

infections and

readmissions.

resources. Limited Continuing caregiver

OUTPATIENT

hospital burdensome selection and

“Safer” for flexibility for medical availability.

certain high- acute symptom education. Logistical

risk management. Family challenges in

interventions Health Care enviroment. urgent care or
Use of same providers Unique Healt complications.

infraestructure rotation. Care providers
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