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ABSTRACT

Chronic obstructive pulmonary disease (COPD) affects approximately 10% of the population aged
above 40 years. In advanced COPD (forced expiratory volume in 1 second <50% of the predicted
value), patients suffer from severe pulmonary symptoms including dyspnea, chronic cough, poor
exercise tolerance, which are commonly associated with systemic disorders, such as osteoporosis,
loss of fat-free body mass, fatigue, anxiety, and depression. Moreover, patients with advanced
COPD experience annually an average of 2 to 3 episodes of exacerbations requiring hospitalization.
We present here a model of integrated care based on the cooperation between medical staff, social
workers, volunteers and patients and their families. The essential components of this model are
intensive education, treatment supervision, and support in self-management as well as coping with
the disease and its consequences. It is expected that these measures will result in a decreased number

of exacerbations requiring hospitalization, improved disease course, and better quality of life.

Introduction  The estimated number of patients
with advanced chronic obstructive pulmonary
disease (COPD) is about 400,000." This group
includes those with a forced expiratory volume
in 1 second below 50% of the predicted value.
These patients usually suffer from severe dysp-
nea, persistent cough (frequently productive), and
significantly decreased exercise tolerance.? Fur-
thermore, many patients complain of depression
and anxiety.? Increasing social isolation, difficul-
ty in walking and performing everyday activities,
as well as deterioration in cognitive function re-
sult in poorer quality of life similar to that ob-
served in patients with advanced lung cancer.*®
Poor patient compliance and prescription non-
adherence are the main factors that negative-
ly affect the course of COPD.® Studies showed
that inadequate treatment may cause frequent
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exacerbations, sometimes requiring hospitaliza-
tion. Severe aggravation does not only produce
detrimental effects but also unfavorably affects
prognosis. Of note, survival among patients with
COPD is not better than that of patients with ad-
vanced lung cancer.”® Moreover, unlike in can-
cer patients, it is much more difficult to predict
the final phase of life in those with COPD.%0 It
is frequently prolonged and, apart from medical
aspects, it is determined by depression, social
isolation, and lack of integrated care that would
combine social, psycho-spiritual, palliative, and
hospice care.!

Integrated care system In 2002, the World
Health Organization (WHO) proposed integrat-
ed care programs for chronically ill patients.'?
The new models of care are designed to prevent
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FIGURE 1 A model for palliative care in patients with advanced COPD. Palliative
care in patients with advanced COPD should comprise 3 most important components
— education, spiritual/psychological support, and social support. Coordinators (e.g.,
medical assistants) would be responsible for entering patient data into an electronic
database, organizing education courses for patients and their families, and
coordinating social, psychological, and spiritual care services in the stable phase.

If stable, patients would remain under the care of their GP. In case of exacerbation
requiring hospital admission, coordinators would be responsible for the organization
of hospital care (in case of any difficulty). In this phase, patients would receive
treatment in a pulmonary ward or clinic. In end-stage COPD, coordinators would be
responsible for the organization of home or palliative care (if necessary) for patients
and their families.

Abbreviations: COPD — chronic obstructive pulmonary disease, GP — general
practitioner

disease progression, for example through pre-
vention of unfavorable events such as exacerba-
tion. The cornerstone of the integrated care sys-
tem is education of patients and their families
to strengthen their abilities to cope with the dis-
ease and associated limitations. An important as-
pect of integrated care is close cooperation be-
tween medical and nursing personnel and be-
tween health care professionals and patients and
their relatives. The proposed model of care com-
prises also social assistance and care (volunteer
work, social workers in the neighborhood, social
care organizations).

Education International recommendations re-
garding the diagnosis and treatment of COPD
emphasize the importance of education in pa-
tient management.'’

Studies on the risk factors associated with ex-
acerbation of COPD revealed that some of them
can be modified if cooperation with the patient
and his family is good and the level of patient
knowledge about COPD is high."* These factors
are pneumological care, appropriate use of bron-
chodilators (inhalators), and physical activity.'*

Current evidence shows that a 1-hour ed-
ucation course once a week for 8 consecutive
weeks leads to a decrease in hospitalization rate
by almost 40% .'® Positive effects of education
are also observed with regards to relatives and

caregivers.'® Web-based interfaces appear to pro-
vide new opportunities for education and quick
communication between patients and medical
personnel.'”18

Ability to cope with the disease and associated lim-
itations  The ability to cope with the disease and
associated limitations is defined as an ability to
comply with prescription medication regimen,
readiness to modify lifestyle, and improvement
in the emotional state and life activity.'® A re-
view of 14 studies (unfortunately randomization
was used only in few) shows that interventions
aimed at improving the coping abilities of pa-
tients with advanced COPD may significantly re-
duce the number of hospital readmissions and
the degree of dyspnea using the Borg scale.'®

Better knowledge about COPD, appropriate
use of medication and inhalers, and, what is es-
pecially important, improved ability to detect
an exacerbation early and treat it correctly were
reported in a study based on an integrated care
model proposed by the WHO.20 In the study, pa-
tients who had been admitted with COPD exac-
erbation were randomly assigned to usual or in-
tegrated care at the time of discharge. At 1-year
follow-up, the 2 groups differed significantly in
prescription adherence, especially regarding in-
halers. In the integrated care group, 86% of sub-
jects used inhalers correctly compared with only
24% in the usual care group.?® A previous study
of the same investigators revealed at 24 months
that the proportion of subjects who did not re-
quire hospital readmission was significantly high-
er in the first compared with the second group
(55% vs. 33%; P = 0.02).2"

A proposed model of care in patients with ad-
vanced chronic obstructive pulmonary disease in
Poland We believe that the first step to orga-
nize care for patients with advanced COPD is to
establish regional databases that would provide
an overview of the problem, thus allowing to plan
appropriate care (FIGURE 1).

Role of the medical coordinator Databases of pa-
tients with advanced COPD should be created in
reference centers such as clinics or pulmonary
wards. Databases should be managed by medical
coordinators who would be also responsible for
the organization of education for patients and
their families (referring patients to appropriate
COPD education programs, fixing appointments,
etc.) and for the organization of social care (coor-
dinating nonmedical aid, ensuring contact with
volunteers or medical assistants), and emotional/
spiritual support (organizing psychological and
spiritual care). Coordinator’s tasks, performed
in cooporation with adequately trained nurses or
social workers, would also include a phone call to
a patient once a month regarding inhaler use and
symptom control. In case of aggravation requir-
ing readmission, coordinators would organize pa-
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FIGURE 2 A model for integrated care in patients with advanced COPD

a GPs would consult specialists about the health condition of patients with
advanced COPD. Nursing and auxiliary personnel (depending on the resources) would
keep regular contact with patients and inform GPs about patient compliance and their
need of support

b during hospital stay, patients would receive detailed information about their health
condition including COPD and comorbidities, medical advice for stable phase, and
guidelines for the management of COPD exacerbation. Hospital stay would also
provide an opportunity to instruct patients about diet and physical activity

¢ in end-stage COPD, apart from spiritual, psychological, and social support,
symptomatic treatment would be the most important part of the management
Abbreviations: see FIGURE 1

tient hospital stay in agreement with the gener-
al practitioner (GP).

Role of the general practitioner In anintegrated

care model, GPs would be responsible for provid-
ing permanent medical care for patients with ad-
vanced COPD (FIGURES 2 and 3). In the stable phase,
patients would visit a GP for a check-up 4 times

a year. After each hospital stay (in case of exac-
erbation) in a reference center, the patient, his

family, and GP would receive detailed informa-
tion about the current health status (COPD and

comorbidities), medical advice about the stable

phase, and guidelines for the management of
COPD exacerbation. In case of exacerbation that

does not require hospital stay, the patient would

receive medical advice from a pulmonologist once

a year (during 1 of the 4 planned visits). In case

of COPD that is difficult to manage (persistent

dyspnea, cough, cachexia), the patient would be

consulted by a specialist in palliative medicine or,
in case of depression, by a psychiatrist (or other
specialists depending on an individual patient’s

need). Moreover, GPs in cooperation with social

nurses (general and pulmonary), would moni-
tor the course of treatment (especially the cor-
rect use of inhalers and inhaler adherence) and

patient and family compliance with medical rec-
ommendations. In smaller centers, appropriately
trained medical assistants and volunteers could

be in direct contact with the patient.??

Education There is an urgent need to design na-
tional educational programs that would be more

comprehansive than the existing ones. Apart from

knowledge about COPD, its management, inhal-
er use, and early detection of exacerbation, such

programs should offer advice on how to modi-
fy lifestyle (e.g., how to quit smoking, increase

physical activity, change diet) and how to cope

with everyday life activities.?* New education

programs should be prepared for the families of
patients with COPD that would also cover infor-
mation on volunteer activity.

Spiritual and social support Patients with ad-
vanced COPD have poor quality of life.* They
gradually lose self-management and mental abil-
ities, which leads to social isolation and, in many

cases, to poor relationships with the family.2%26

Moreover, many patients with advanced COPD

experience depression and anxiety.?” Similarly to

patients with end-stage cancer, they need psycho-
logical and spiritual support. In many cases, ma-
terial social support and the presence of a caring

person are the best approach to improve the qual-
ity of life of patients and their relatives. These

tasks can be performed by volunteers and social

workers. Patients with end-stage COPD should

receive home or hospice care.?8 Hospital pallia-
tive care support teams can also be helpful. Apart

from palliative medicine, social, psychological,
and spiritual care are also part of integrated care

at the end of life. At this stage, volunteer work
can support all nonmedical aspects of care for
patients and their relatives. When a patient dies,
both volunteers and social workers can continue

to care for a bereaved family.??

Implementation of the program in Poland We are
currently implementing the presented concepts
of palliative care of patients with advanced COPD
in 2 Polish cities - Gdanisk and Zabrze. We have
encountered various difficulties related main-
ly to the city size, organization and possibilities
in the field of lung disease treatment, involve-
ment of city councils and local health care servic-
es, or organization of voluntary work. The city of
Zabrze can serve as an example. There is a univer-
sity hospital with the pulmonology department.
The hospital staff is involved in the implementa-
tion of palliative care in COPD; the program co-
ordinator works in the same hospital; a hospi-
tal ambulance is available for the program pro-
cedures; a hospital physiotherapist has joined
the program. There is also an outpatient pulmo-
nary clinic and the clinic for home oxygen treat-
ment, where patients who require hospitalization
can be placed. The medical doctors from this hos-
pital are prepared for program implementation
and the educational part of the program is sup-
ported by the City Council, while organization-
al procedures are conducted in cooperation with
the City Council’s Department of Health.

The heads of health clinics in the city have been
informed about the program, and an information
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meeting has been organized. The City Coun-
cil has launched an educational website where

the program participants can obtain information

about COPD and the program itself. Currently,
a toll-free number is being set up for the medical

staff of the coordinating hospital and for the pro-
gram participants, i.e., patients, their families,
and health workers. A brochure about COPD for
patients and their families has been published.
A database of patients with severe/extremely se-
vere COPD is going to be created based on the re-
cords of health clinics.

It must be remembered that it is the patient
who decides whether to participate in the pro-
gram and he/she has to give his/her consent to
send their personal information to the coordina-
tor. Although consent forms have been distrib-
uted, few patients have applied. We believe that
the main problem lies in the health clinics, which
is difficult to understand because participation in
the program is free for the clinic and patients re-
main under its supervision. In the nearest future,
we are going to distribute information via the lo-
cal press and television to reach wider audience
among medical doctors and patients.

Another factor that hinders program imple-
mentation is not sufficient number of volunteers
in the city to meet all the requirements of palli-
ative care. The basis of the program are active,
motivated volunteers. The coordinator will han-
dle the organization of voluntary work. There is
a great need for new volunteers. We hope that
there will be a lot of students at the Medical
University of Silesia in Zabrze that will willing-
ly participate in the training scheduled to start
in the fall, 2010, and organized by the Universi-
ty with the help of the Hospice Foundation from
Gdansk.

Program implementation depends to a large
extent on social activity and logistic support of

the local government. So far, we have not received
any support from the National Health Fund al-
though this may change in the future when we ob-
tain some positive results. We also hope to find
other sponsors to support the program.

Conclusion We encourage the readers of the pres-
ent article to voice their opinion about the or-
ganization of care for patients with advanced
COPD. Please send your opinions to the follow-
ing email address: klinika.alergologii@amg.gda.pl
with “copd.care” in the subject line.

We hope that your suggestions will contribute
to the preparation of the guidelines for integrat-
ed care and palliative care in patients with ad-
vanced COPD and other chronic respiratory dis-
eases. This final initiative has been proposed by
Professor Wiadystaw Pierzchala, the President of
the Polish Respiratory Society.
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STRESZCZENIE

Przewlekta obturacyjna choroba ptuc (POChP) dotyczy okoto 10% oséb >40. rz. W zaawansowanych
postaciach choroby (natezona objeto$¢ wydechowa pierwszosekundowa <50% warto$ci naleznej)
wystepuja nasilone objawy ze strony uktadu oddechowego: duszno$é, kaszel i zta tolerancja wysitku,
ktérym z reguty towarzysza zmiany ogélnoustrojowe, takie jak osteoporoza, utrata bezttuszczowe;j
masy ciata, zesp6t wyczerpania, lek i depresja. Ponadto Srednio 2—3 razy w roku u chorych na za-
awansowang POChP pojawiaja sie zaostrzenia wymagajgce leczenia szpitalnego. Autorzy artykutu
przedstawiaja model zintegrowanej opieki nad chorym, opierajacy sie na wspotdziataniu personelu
lekarskiego, pracownikdw socjalnych i wolontariuszy z chorym i jego bliskimi. Istotnymi elementami
modelu sa: intensywna edukacja, nadzorowanie leczenia oraz wspieranie chorego i jego bliskich
w radzeniu sobie z chorobg i jej konsekwencjami. Pozwoli to najprawdopodobniej na zmniejszenie
liczby zaostrzen wymagajacych leczenia szpitalnego oraz umozliwi poprawe przebiegu choroby
i jakosci zycia chorych.
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