
"MONITORING CHRONIC PATIENTS IN THEIR CLINICAL, FAMILIAR AND
SOCIALCOMPLEXITY AS THE BASIC TASK OF PRIMARY CARE"

This document contains reflections of both previous email communication,

using a closed distribution list of participants addresses two weeks before,

and site seminar on 28th May 2014 at the Civic Center Cotxeres (Barcelona).

The  speakers  were:  Roser  Marquet,  Eva  Miñana,  Pepita  Rodriguez,  Pilar

Loncan  and Juan Gérvas. The document of the speakers are available on:

Personas con enfermedades crónicas complejas. La mirada del cabecera. 

Roser Marquet

Reflexión a propósito de la intervención sociosanitaria en pacientes crónicos 

complejos en fases avanzadas de la enfermedad. Pilar Loncán

El paciente crónico y el trabajador social: más allá de la ley de dependencia.

Pepi Rodríguez

Pacientes crónicos y complejos en la clínica y en la gestión de la atención

primaria. Juan Gérvas

Clinical health care responds to the pain and suffering of the patient in its

context. Which means, it translates the scientific knowledge to apply it to

the patient  as  needed.  This  exercise  of  "translation"  requires  continuous

improvement to introduce new knowledge, discard the obsolete and adapt 
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to the changes in being sick. Regarding chronic patients, the improvement

should simplify their attention in the clinical care and in the practice should

reduce the complexity of "living with chronic problems."

The analysis of the chronic problems requires their proper classification and

joint evaluation. The classification is done by assigning "labels", well-defined

rubrics, and assessment of the group is done by combining patients with

certain similarities.

There is a risk in performing the task of labelling and grouping. The label

can  lead  to  a  simplification  of  the  vast  and  branched  reality.  The

characteristics that determine the reality of the chronic patient care, their

environment and their family can not be ignored because it is needed to

take  into  account  the  patient  in  its  context  to  provide  an   integrative

"horizontal"  perspective  as  an  alternative  to  the  proposed  "vertical"

response, of specific and exclusive programs for those patients according to

each health problem that affect them. The clue, as usual, is to know well the

patient  rather  than their  diseases.  The individual  and family  response  is

always complex and the programs designed according to the diseases have

a lack of the necessary plasticity to help in the simplification of the weight

ofliving with a chronic disease.

The  horizontal  perspective  requires  to  promote  longitudinality.

Longitudinality  is  the  personal  relationship  between  patient  (family)  and

professional in the sense that patients recognize "their" professional and the

professionals recognize "their" patients to whom they provide many services

all over the time. Longitudinality implies better time management, use of

diagnostic tests and patient monitoring. On the contrary, vertical programs

tend to value the proximity and service offers, relegating to a second place

that longitudinality.
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Speaking about chronicity, we tend often to think in a double stereotype:

elderly patient and certain diseases. Because in a strict sense, the chronic

patient is that who has a problem/illness lasting longer than three months,

so it seams more adequate to identify it with the concept of complexity. The

complexity is understood from the point of view of the patient (family) and

from the professional, by the load of the disease. It is very complex to live

with chronic disease (impact on daily life, treatment regimens, etc.) and it is

complex to take care  of  a  patient  with  chronic  disease,  especially  when

more  chronic  problems  are  added  and  more  if  social  problems  are  also

included.  It  is  used  to  happen  that  complexity  is  the  antithesis  of  the

simplification that tags means. By tagging we can see very well each tree of

the forest (meaning each chronic problem) but we have the risk of missing

the view of forest itself (the patient in its context).

The chronic patient (child, youth, adult or elder) is a human being suffering

in a specific concrete family, working and social situation, that we consider

as a subject in which biological aspects are intertwined with psychological,

social  and biographical  ones,  Care needs and services to be provided in

these patients can not converge from uniform vertical schemas. There is a

great variety among chronic patients. Examples: 1 / stable and autonomous’

chronic patient  (eg, a 54 years old woman graduated in law, with contract

and working with well controlled Wegener granulomatosis), 2 /  dependent

stable  chronic  patient  (eg,  5-years  old  boy  with  autism,  without

complications, who lives with his separated mother that has a night job), 3 /

an  unstable  autonomous  chronic  patient  (a  45  years  old  male  patient,

smoker, unemployed, with a recent cardiac arrest that evolves wrong), 4 /

"unstable"  dependent  chronic  patient (83 years old  diabetic  woman with

severe  dementia, cared for her husband who suffers blindness because of 
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macular  degeneration),  5  /  "imaginary"  chronic  patient  (62  years  old

woman,  with  no  clinical  history  of  interest  who  has  been  diagnosed  of

osteoporosis and treated  by the rheumatologist). The variety of situations is

infinite and its complexity very similar. Health professionals, especially those

working in Primary Care, adapt their responses to such situations by their

typical plasticity, beyond guidelines and algorithms.

The programs for improving chronic  patient’s care are  design to prevent

exacerbations and hospitalizations, as well as to improve quality of life. Such

programs  could  help  to  achieve  these  purposes,  but  prior  to  their

implementation it would be necessary:

   1 / An analysis of tasks to assess what it means for the professionals the

implementation  of  the  program.  Example:  the  time  spent  filling  in  the

requested information, prioritized tasks and those that are abandoned, etc..

  2 / A set of indicators for the impact assessment of the implementation

program. Some examples: 1 / Does the mortality decreased in patients with

heart failure that have been included in the program? 2 / Do the diabetic

patients  included  in  the  program  have  less  hospitalization  because  of

hypoglycemia?, 3 / Does the bacterial resistance decrease by hand washing

and the use of antibiotics?, 4 / Is there a chance that a patient does not

accept the inclusion in the program and if it does he can leave it and it will

be registered in the medical record explicitly for being used afterwards as a

"control"  in the follow-up studies of the program?, 5 / Does the program

involves a decrease of the number of specialists and tests for the patient

without sacrificing the quality? 5 / if the program stops, what happens to the

patients that have been involved on it?

  3 / To consider that the health system should reduce the complexity of

living with chronic problems and how to respond to them; which means, it

should simplify the   complex tasks. For that, it should be taken into account 
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for example how problems linked to social determinants act as producers-

aggravating problems / diseases, as well as conditioners (for example: there

is  an  increased  incidence  of  tuberculosis  that  appears  because  there  is

unemployment, which at the same time implies more crowding of families in

a health system that does not provide coverage if you are not working). If

we exclude from chronic problems these chronic social problems that affect

those who need health and social services the most, it occurs a decrease in

equity of the health system.

 4  /  To  predict  the  impact  in  the  process  of  care  in  order  to  avoid

fragmentation. Resources that have been implanted in addressing chronic

patients  (case  manager,  home care  teams,  care  routes  with  specialized

units for diseases in hospitals etc ...) act fragmenting the care by influencing

that longitudinality, moving away from the needs of these patients and may

contribute to the creation of a torpid flow between health and social services

as well as increase the difficulty of access to social resources, not only due

to the lack of them, but to the lack of courses of action known and "greased"

in practical term.

In the daily practice, programs for chronic patients can introduce unwanted

changes including:

- Professionals can be influenced by the existence of incentives linked to

these  practices.  Its  existence  acts  as  conflicts  of  interest  related  to  its

professional  career,  personal  and  team’s  incentives.  It  is  necessary  to

recognize what is good (and not maleficent for the patient).

-  Chronic  patient  care  involves  managing  the  biological  and  the

maintenance  of  skills  /  knowledge  linked  to  it,  but  also  recognize  the

importance of the social aspects related to the patient and its family and

recognize their life plans, vital goals and preferences, which generally have

little consideration.
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- Patients require professionals with critical attitude for the proposals that

are made with the intention to improve the health care system. They also

need a reasoned and contextualized critic,  with proposition of alternative

courses of action.

Finally  and  taking  in  consideration  some  of  the  ideas  shared  in  the

discussion, we make some proposals aimed to the professionals:

1  /  To  promote  longitudinality  in  primary  care  clinical  practice,  with  an

horizontal approach where the main objective should be knowing well the

patient, its family and its environment trying to simplify the burden of living

with a disease.

Example actions: Being more involved in the home care of the chronic

patients that are hold there. Having a global rating of the family and 

the  patient  as  a  whole  of  biological,  psychological  and  social  

problems.

2  /  Implementation  of  new  programs  requires  a  special  attitude  with

reasoned  critical  approach  and  the  development  of  alternative  and

contextualized proposals, in case of evaluating deficiencies of the program. 

Example  actions:  Review  of  the  literature  that  supports  the  new  

programs.  Evaluate  the  impact  of  the  complexity  burden  of  the  

patient care and their daily life. Apply the program oriented to the  

needs of the patient and not automatically for complimenting the  

data.

3 / Assuming the intrinsic responsibility for the coordination and patient care

prioritizing  the  needs  of  those  who  need  it  the  most,  valuing  the

maintenance of skills that add quality to the attention as well as providing

professionalism to those who are in the gateway of the health system. 
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Example  of  activities:  Provision  of  services  with  more  exclusive  

dedication  to those  with  higher  social  charges  (poverty,  isolation,  

difficulties of communication, etc). Active participation  in  the  

coordination of the most complex patients,  taking the initiative to  

make contact with other levels (hospital and specialist)  and  other  

sectors (social, legal, etc.).

Barcelona, july 2014
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