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PERSON-CENTERED
NEPHROLOGY




From Patient-Centered to Person-Centered Care for
Kidney Diseases

Rachael L. Morton’ and Marcus Sellars>?
Clin ] Am Soc Nephrol 14: eee—eee, 2019. doi: https://doi.org/10.2215/CJN.10380818

* 4 components: 1/ dignity, compassion and respect; 2/
well coordinated; 3/ personalized: clinical indicators,
social, emotional and logistics; 4/ active role of patients

* Shared decision making + advanced care planning =
Shared care planning

* FOCUS ON conversations not on papers or application
forms

Morton RL, Sellars M. From Patient-Centered to Person-Centered Care for Kidney Diseases. Clin J Am Soc Nephrol. 2019 Apr 5;14(4):623-625.
doi: 10.2215/CJN.10380818. Epub 2019 Feb 27.



Main stressors for renal patients

DIALYSIS SECONDARY EFFECTS: pain, nausea etc.
ADHERENCE TO TREATMENTS

ANXIETY AND DEPRESSION

INSOMNIA

SEXUAL DISFUNCTION

LOSS OF JOB

DEPENDENCY

PRIMARY CARER OVERLOAD

BEREAVEMENT

BURNOUT PREVENCION

Cukor D, Cohen SD, Peterson RA, Kimmel P: Psychosocial aspects of chronic disease. ESRD as a
paradigmatic illness: J Am Soc Nephrol, 18: 3042-3055, 2007.



Psychological Health

 The emotional burden of living with FSGS or IgAN — and of caring for someone — was
a consistent and powerful theme. Participants described feelings of sadness,
depression, overwhelm, fear, uncertainty, and anxiety. Many patients reported
feeling overwhelmed by their decreasing ability to perform daily tasks coupled with
increasing disease management needs, frustration with their declining abilities to
exercise and socialize, and fear around uncertainty of disease progression.

* Care providers expressed sadness watching their loved ones go through something
that they cannot solve and mourning their past lives with their loved ones. They also
reported uncertainty about the impacts of treatment, and low confidence about
their understanding of the disease, its treatment and the possibility of organ
transplantation. Many described setting aside their own emotions to better support

their loved one.

Radhakrishnan J, Julian Mauro JC, Thompson EL, Taylor A, Thébault PA, Helm K, Malley MA, Wilson JA, Machuzak K, Bensink ME, Floege J. Lived
Experiences of Patients and Care Providers in Focal Segmental Glomerular Sclerosis and IgA Nephropathy. Glomerular Dis. 2025 Dec 19;6(1):36-51.



Focusing on IgA patients

Key theme: daily life is substantially impacted by fatigue, dietary
restrictions, and reduced ability to exercise

« Fatigue: effects on time and routine

« Navigating dietary restrictions

« Limiting exercise and activities

Key theme: individual variability in experiences
Disease stage

Transplant status (patient only)

Dialysis treatment (patient only)

Key theme: social life and relationships
* Friends and socializing

* Family

« Significant others

Radhakrishnan J, Julian Mauro JC, Thompson EL, Taylor A, Thébault PA, Helm K, Malley MA, Wilson JA, Machuzak K, Bensink ME, Floege J. Lived
Experiences of Patients and Care Providers in Focal Segmental Glomerular Sclerosis and IgA Nephropathy. Glomerular Dis. 2025 Dec 19;6(1):36-51.



PSYCHONEPHROLOGY
INTERVENTIONS: EMPOWERING
EMOTIONAL RESOURCES




Psychological issues in renal patients

Most of the problems
addressed are adaptative
disorders when dealing to a
specific event that involves
kidney disease and / or its
consequences:
hospitalization, treatments,
side effects, etc.




PSYCHONEPHROLOGY
Definition:

Subdiscipline of Health Psychology responsible for the
study of psychosocial aspects related to chronic kidney
disease and its treatments, ranging from conservative
management of the disease to renal replacement
techniques (Novak, 2008).
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PSYCHONEPHROLOGY
Intervention goals:
1. To facilitate adaptation to chronic kidney disease,
treatment and its side effects.

2. To promote psychological well-being and quality of

life of the patient diagnosed with CKD in ALL
PHASES OF THE DISEASE

PREVENTIVE APPROACH




Functions of the renal psychologist:

1. CLINICAL: patients, families and professional

2. RESEARCH: more than 20 studies concluded
and ongoing

3. TEACHING: healthcare professionals



1. Patient Support Programs (PsP)

A/ Efficacy of the creation of a patient school program in the detection of
needs in patients with autosomal dominant polycystic kidney disease

http://dx.doi.org/10.4321/52254-28842019000300008 Originales

Eficacla de la creaclén de un programa de Escuela de paclentes en la
detecclon de necesldades en paclentes con Pollquistosis Renal Autosémica
Dominante

Helena Garcia Llana!, Ramén Peces Serrano’, Maria Paz Ruiz-Alvarez!, Maria José SantanaValeros!, Ana
Isabel Castillo Plazal, Carmen Parejo Fernandez!, Filo Trocoli Gonzalez!, Juan Carlos Julian Mauro?, Emilio
Lopez-Cuesta®, Rafael Selgas Gutiérrez!

1 Servicio de Nefrologia. Hospital Universitario La Paz-1diPAZ. Madrid. Espafia
? Federacion Nacional de Asociaciones para la Lucha Contra las Enfermedades del Rifion (ALCER)
2 Servicio de Radiodiagndstico. Hospital Universitario La Paz-1diPAZ. Madrid. Espana

Como citar este articulo:
Garcia Llana H, Peces Serrano R, Ruiz-Alvarez MP, Santana Valeros MJ, Castillo Plaza Al, Parejo Fernandez C, et al.
Eficacia de la creacion de un programa de Escuela de pacientes en la deteccién de necesidades en pacientes con Poliguistosis

Renal Autosémica Dominante. Enferm Nefrol. 2019 Jul-Sep;22(3):293-301
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B/ Mentoring program for renal patients

APRENDE v Mentoring program for renal
COMPARTIENDO — .
diseases

GUIA DE IMPLEMENTACION DE UN PROGRAMA DE MENTORING
EN PACIENTES CON ENFERMEDAD RENAL CRONICA (ERC)

v" Benefits

v How do we start?
-What do you need?
-Phases
-Checklist

v Assessment
v" The furture of these programs

antae (%% ALCER

Federacion Nacional




http://www.revistanefrologia.com

or g Ina I €s © 2011 Revista Nefrologia. Organo Oficial de la Sociedad Espanola de Nefrologia

Impacto de un curso interdisciplinar de formacion
en Counselling y apoyo en la toma de decisiones
a profesionales de un servicio de nefrologia

H. Garcia-Llana', J. Barbero?, E. Remor?, L. Diaz-Sayas?, R. Rodriguez-Rey?, G. del Peso’, R. Selgas'

'Servicio de Nefrologia. Hospital Universitario La Paz-IdiPAZ (REDInREN, Red de Investigacion Renal del Instituto de Salud Carlos Il

Fondos FEDER). Madrid
2 Servicio de Hematologia. Hospital Universitario La Paz. Madrid
3 Departamento de Psicologia Bioldgica y de la Salud. Facultad de Psicologia. Universidad Auténoma. Madrid

Nefrologia 2011;31(3):322-30
doi:10.3265/Nefrologia.pre2011.Apr.10833

* N=76
* Pre-post self-reported measures
* 5 editions. 12h workshops.

c/ Training in
Counselling sKkills for
healthcare teams
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* All participants improved on self-efficacy to apply the 4
bioethics principles (p<0.05)and counselling strategies to

promote adherence (p<0.001)

* Nurses improved the most on the pre-post measures

(p<0.001)


http://www.hojadellunes.com/impulsoirresistible/los-reyes-ademas-de-sabios-eran-medicos/medico/

COMMUNICATION COURSE
FOR JUNIOR
NEPHROLOGISTS:

Hospital Universitario La Paz
Other hospitals of the region
2012-2026

N Hospital Universitario = Y.
M TolRe ocenciay  [Hfge/iwy

el Formacion Continuada

~ Area Médica
TITULO DEL CURSO: C.85.12 FORMACION EN COMUNICACION TERAPEUTICA
PARA NEFROLOGOS

COORDINADOR: R. SELGAS, H. GARCIA LLANA. SERV. NEFROLOGIA
LUGAR: AULA MEDICA SERV. NEFROLOGIA (82 planta)
FECHA: DIAS 31 octubre, 22 noviembre, 19 diciembre de 15:30 a 16:30




COMMUNICATION WORKSHOPS FOR
PRE-DIALYSIS STAFF (2013-2026)

M e ld CONTENTS:
e * Values and how to explore them Role
Jy A
playing
Piliies varsa de . MotlvatlF)naI |nterV|eV\{|ng and
Formacion de Educadores Counselling. Role Playing

en Enfermedad Renal .« pjfficult patients management:
CEGRILAVENzE(A agressiveness and denial. Role

CHiseR) Playing
Madrid, 10 de Diciembre de 2013 o Se|f_regu|ation for professioanls
e Conclusions
Sociedad / A2
i Pz, € Sponsored by the Spanish Society of

Nephrology (S.E.N.)



PSYCHOLOGY, HEALTH & MEDICINE, 2016 e Ialylor & Francis
http://dx.doi.org/10.1080/13548506.2016.1199888 aylor & Francis Group

The Communication and Bioethical Training (CoBiT) Program
for assisting dialysis decision-making in Spanish ACKD units

Helena Garcia-Llana? Maria-Auxiliadora BajoP, Javier Barbero¢, Rafael Selgas® and
Gloria Del Peso?



Psychological aspects in the
pediatric’kidney patient

What factors do
influence
a children who is
suffering from a
chronic illness to
become
an autonomous adult?




Kidney failure is not just a “kidney problem” it is

a chronic stressor

Society

ACADEMIC/
WORKPLACE

CHRONIC
PATIEN

PEER
SUPPORT



The impact on quality of life
1s NOT always related to severity

of the illness

American Academy of Pediatrics, 1993; Martinez-Chamorro, 2001;
McKenna et al, 2006; Goldstein et al, 2006

DIAGNOSIS, TREATMENTS

+
PSYCHOSOCIAL SUPPORT

WELLBEING AND and QUALITY OF LIFE



ACTIVE ROLE

Family or institutional overprotection
contributes to external attributions, loss of
self-esteem and avoidant coping.

DEPENDENCY LEADS TO NO SOCIAL
INTEGRATION



THE KEY: “Pychological Prophilaxis”

Intervention to prevent difficulties in comprehensive
development to empower active coping an social integration

A.- Parent’s coping on diagnosis and treatment
B.- Educative support

C.- Boundaries acceptance, self control

D.- Self-esteem

E.- Treatmen adherence



Model of integration of the psychologist in the field of
chronicity:
DECALOGUE OF THE INTEGRATION MODEL

Service integration model Outside inter-consultation model

. Punctual intervention

[EEY

1. Continuing work

2. Scheduled and proactive work 2. Work on demand

3. Prevention work 3. Crisis intervention

4. Processes of adaptation 4. Symptom control

5. Patient-family unit 5. Patient

6. Interdisciplinary 6. Multidisciplinary

7. Creation of team-making alliances 7. Contribution of activities

8. Injury and skill centred 8. Symptom and problem centred
9. Health psychology 9. Clinical psychology

10. Suffering 10. Psychopathology

Garcia-Llana H, Barbero J, Olea T et al. Incorporacién de un psicélogo en un Servicio de Nefrologia: criterios
y proceso. Nefrologia 2010; 30 (3): 297-303.



CONCLUSION




CONCLUSION 1/2

1. Biological advances are not enough to
improve psychosocial impact of kidney
disease

3. There are effective interventions to
promote well-being in IgA patients

4. Psychonephology is a subspecialty of
health psychology that offers an optimal

. field of work




CONCLUSION 2/2

5. The model of work of the psychologist
must be focus integration in the care
team. Mental health traditional
interconsultation models are ineffective
with chronic patients.

6. We need to work together to reach
mental health care: patients, families,
healthcare professionals, community
resources and the industry

/. Psychological support is a basic right
for every citizen with any kind of kidney
diseases, specially, those with rare renal
diseases



Thank you very
much

helenagllana@universidadcisneros.es
www.helenagarciallana.com
@LlanaHelena



http://www.helenagarciallana.com/
http://www.helenagarciallana.com/
http://www.helenagarciallana.com/
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