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ABSTRACT

The importance of a mutual participatory model in medical care and decision making is supported by literature
that now shows a link between patient participation and an improved health outcome. lliness (and the sick role)
constitutes a state of diminished autonomy and mutual participation may help patients to regain control.

Patients who participate most frequently are under 65 but above 30 years old, are better educated, have a
higher income and profession and a higher socioeconomic status. Patients are keener to participate in decision
making when more serious illnesses are present and when they have had prior experiences with a serious illness.
They participate more fully if they feel that they are well enough, have enough knowledge and are allowed to
participate. Patients are able to participate to a greater extent when they see themselves as experts in experiencing
the illness. It is therefore important to encourage active participation by those patients who are less likely to
participate.

It is important for health workers to have at least the following personal values and skills, which will enable
them to encourage and foster active participation: humility, the ability to relinquish the role of the expert,
an awareness of their position of power and the ability to value even the poor are needed to set the scene

for participation.

It is important that health workers acknowledge the patients’ right to self-determination and autonomy. Empathic
listening, unconditional positive regard, sensitivity for the patients and their values and an ability to tolerate ambiguity
create an atmosphere conducive to mutual participation.

When health workers become aware of differences in opinion or in the balance of power, this should be
acknowledged and discussed and a mutual understanding should be negotiated. Health workers have the potential
to manipulate “mutual decision making” with the information they give. It is therefore essential to be open and
(SA Fam Pract 2004;46(3): 30-33)

honest about biases and opinions.

Introduction

Different models of participation have
been described in the past. Well-
known models are those of Szasz
and Hollender: the activity-passivity
model, the guidance-cooperation
model and the mutual participation
model." Mutual participation as the
basis of the physician-patient rela-
tionship has been the ideal for many
years and is recommended by many
role models in family medicine and
primary care.'?

In the 1980s, health policy in
many countries was strongly influ-
enced by the promotion of consum-
erism as part of the market ideology.

The problem with consumerismwas
that it encouraged people to make
demands, but failed to emphasise
reciprocal responsibilities. Because
of a growing awareness of this defi-
ciency, partnership (mutuality) has
largely replaced consumerism. The
mutual participation model is built
on a relationship in which the physi-
cian and patient work together, take
joint responsibility and decide jointly.

Different terms are used in the
articles reviewed here for the physi-
cian and the patient. The physician
could also be called a doctor. Those
authors who aim at an audience
larger than physicians also use the

term health workers or health provid-
ers. Some authors use the term cli-
ents interchangeably with patients.
| believe that the term client belongs
to consumerism and the term patient
would fit the partnership paradigm
better. | also feel that the term health
worker is more inclusive, considering
that, in the environment in which |
work, there is no absolute distinction
between the duties of doctors and
those of nurse clinicians in primary
care. The concept of mutual partic-
ipation is relevant for all of us who
are part of the primary health care
team. For the sake of simplicity |
have predominantly used the terms
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patient and health worker in this
article.

Mutual participation is not easy
to achieve, particularly for those of
us who work with patients from dif-
ferent backgrounds and cultures to
those of ourselves. Giving more au-
tonomy to the patient is the basis of
the “Batho Pele” principles of our
present public service system. | tried
to answer the question of how best
to develop a mutual participatory
relationship with my patients through
a search of the available literature
on the topic. Articles coming to sim-
ilar conclusions as those of myself
in this paper have been published
before.*® The focus has been mainly
on shared assessment and manage-
ment. Mutual participation reaches
wider than shared decision making
and also involves mutual under-
standing, not only of the problem,
but also of its context and the impact
of the problem on the patient’s life.®
A mutual participatory relationship
has to start before the consultation
and requires a number of prerequi-
site tenets in a health worker. | will
make an attempt to focus on these
as well. | also looked for information
that would be relevant to my own
practice, which is based in a devel-
oping, rural South African and cross-
cultural setting.

Method of literature search
Searches were done on Pubmed
(Medline), Ebscomed, BMJ, the Af-
rican Health Anthology and Hans
Snijkers Institute databases, and
included articles from the past 10
years. The following key words were
used: Mutual participation in the
physician-patient relationship, par-
ticipation in decision making, doctor-
patient partnerships and alliances,
patient involvement in medical care
and shared responsibility in medical
care. The Pubmed Database was
also searched for German, French
and Spanish references. The relevant
articles were selected and the ab-
stracts were studied. Related articles
were also checked for other relevant
material, the references of the most
relevant articles were reviewed and
relevant articles were selected. Arti-

cles that could be obtained through
the Medunsa Library, both from jour-
nals that were available locally and
through interlibrary loans, were re-
viewed.

Ideas from the literature
It has been argued that illness (and
the sick role) is a state of diminished
autonomy.®>”8° From this it can be
concluded that the role of the health
worker is essentially to support and
encourage the patient until his/her
autonomy is restored. Voltaire said
that the role of the physician is to
keep the patient amused until he
gets better by himself. Participation
in decision making is essentially
implicated in the principle of auton-
omy. The responsibility for choice
lies with the patient. The patient’s
choices should be encouraged and
respected, as these choices are
manifestations of the patient’s auton-
omy.'® If a patient wishes not to par-
ticipate, his/her wish should be re-
spected. Communicating such a
wish is in essence participation.
Another way to look at mutual
participation is to view it as a part-
nership.® Partners work together to
achieve a common goal. Their rela-
tionship is based on mutual respect
for each other’s abilities and they
recognise the benefits of their part-
nership. They share decision making
and responsibilities. The key to suc-
cessful health worker-patient part-
nerships is therefore to recognise
that patients are also experts in their
experience of their illness.®
It is helpful if health workers are
well informed about the condition
and the treatment options, but it
should be kept in mind that the pa-
tient knows his/her own experience
of iliness, social circumstances, hab-
its and behaviour, attitudes to risk,
values and preferences.®" The new
emphasis is on self-help, shared
information, shared evaluation,
shared decision making, and shared
responsibilities. This requires health
workers to be informed about treat-
ment options and outcomes and the
limitations of medical care. Elwyn et
al.* suggest the following steps to
achieve shared decision making:
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understand the patient’s context,
elicit the patient’s preferences, trans-
fer technical information, help the
patient to weigh risks versus benefits
of treatment options and share the
treatment recommendation with the
patient or affirm the patient’s choice.

Moira Stewart describes this
“healing partnership” very well: The
first step to such a partnership is
through listening. People who be-
lieve that they are being heard be-
come better sooner. Other aspects
of the relationship include caring,
empathy, support and compassion.
Trust and control are also vital. A
healing partnership involves the fol-
lowing process: “Listening, trust,
willingness to change, skills that
finally lead to the power (for patients)
to take control over their own lives”.
The last step is the finding of com-
mon ground. She believes that mu-
tual goal setting is essential in the
empowerment process. The empow-
erment process has the following
steps: “Trust, connecting, caring,
mutual knowing and mutual
caring”."?

The literature supports some link
between patient participation and
an improved health outcome. [t
is argued that an improved health
outcome and participation are linked
by a sense of control.'?'82021 Thjs
being true, we are bound to encour-
age active patient participation and
to discourage patients from taking
on the sick role for longer than nec-
essary if we have their best interests
at heart.?? The participation of pa-
tients in their own care is a better
process indicator of a successful
outcome than patient satisfaction.

| would like to discuss two ran-
domised control trials done on the
effect of patient involvement in care.
The first article is by Greenfield et
al., who trained one group of patients
in information-seeking skills, while a
control group had a training session
on information about their illness.™
They found that the patients from
the experimental group had signifi-
cantly fewer physical and role limi-
tations after six to eight weeks. It
was therefore postulated that there
is an association between better
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interpersonal patient-physician inter-
action and an improved health out-
come.

Rost et al. did a randomised con-
trolled trial on diabetic patients."”
The study showed that an interven-
tion to improve physician-patient
communication improved the pa-
tients’ participation in their medical
care and, with it, their functional
status. The intervention included a
session during which a nurse dem-
onstrated to the patients the advan-
tages of participation, as well as
skills to improve communication,
seek information and ask questions.
The fact that this study is a carefully
done randomised controlled trial
improves its reliability.

To conclude the argument that
mutual participation improves out-
come, | wish to refer to a systemic
review article. Guadagnoli and Ward
investigated whether patients want
to participate in decision making
and what the benefits of patient par-
ticipation are.'® They reviewed 14
studies about patient desires con-
cerning participation in decision
making and concluded that it seems
as if patients (are more likely to) want
to be involved in decision making if
they have sufficient information.
They did not come to any conclusion
regarding the benefit of patient par-
ticipation in decision making. Fifteen
studies were reviewed: nine indicat-
ed a better outcome of medical care
with patient participation and the
other six showed no significant dif-
ference. However, they felt that no
conclusion could be drawn on the
issue because of methodological
flaws in the studies. The authors
stated that they believed patient
participation was justified on humane
grounds alone and that it was in line
with the patient’s right to self-
determination. They also accept the
fact that some patients are not ready
for participation in decision making.

Mutual participation has the po-
tential to help us to deal with patients
who are dependent and who do not
want autonomy.® When the patient
takes on the sick role, he seeks as-
sistance from a person he believes
might help him. A mutual participa-

tory relationship implies give and
take from both sides. A mutually
agreeable plan of action should be
developed. The same principles are
relevant for dependent patients. The
health worker must show his/her
concern. If the health worker devel-
ops negative feelings towards the
patient, these must be discussed.
Powers suggests that a mutually
agreeable follow-up plan (specific
regular appointments) should be
negotiated.? Such a long-term rela-
tionship has the potential for satis-
faction for both patient and health
worker. The patient may be reas-
sured and get medical and psycho-
logical support, while the health
worker will be more effective and
burnout will be prevented.

To be able to encourage and fos-
ter active participation, the health
worker should have certain personal
values: humility, the ability to relin-
quish the role of the expert, an
awareness of his/her position of pow-
er, the ability to value even the poor,
self-awareness and a commitment
to self-criticism are needed to set
the scene for participation. Cultural
humility incorporates a lifelong com-
mitment to self-evaluation and self-
criticism, and to redressing the pow-
er imbalances in the patient-health
worker dynamic. Self-reflection and
patient-focused interaction are es-
sential parts of becoming effective
partners with the community.2* Hon-
esty, openness and integrity are
basic ingredients of a mutually
participatory relationship.2%27
Humaneness, empathy and com-
passion with patients also foster
participation.®1221282930 A5 Rogers
puts it, the starting point for such a
participatory relationship is empathy,
congruence and an unconditional
positive regard.®' Mutual trust and
respect between the health worker
and patient are essential for a mutual
participatory relationship.51216282930:32:34
The health worker should also ac-
knowledge the patient’s right to self-
determination and autonomy.'"

Factors that maintain the imbal-
ance of power between health work-
er and patient make it difficult to
achieve mutual participation in de-

cision making. These include a lack
of maturity, skills, knowledge, training
and time in the health worker, psy-
chological barriers from the patient,
as well as the belief that more infor-
mation may make the patients more
anxious or the perception that the
health workers are urging them to
participate out of uncertainty. Health
workers may fear loss of control in
the relationship. The social gap be-
tween health worker and patient may
also be a contributing factor.*® Dif-
ferences in opinion or power should
be acknowledged and discussed
and a mutual understanding should
be negotiated.5232+2729% pgrticipation
is frequently problematic in a cross-
cultural setting. The lack of aware-
ness and sensitivity to cultural values
increases the social difference and
breaks down communication be-
tween patients and health workers.?®
It would be helpful for health workers
to be aware that they could poten-
tially manipulate the “mutual decision
making” with the information that
they give. To curb this danger, it is
essential to be open and honest
about their own biases and opin-
ionS.27’ 36

Patients who participate most
frequently were found to be younger
than 65 but older than 30, better
educated, with a higher income and
profession and a higher socioeco-
nomic status.'®%%738 According to
Biley, patients participate more read-
ily if they feel that they are well
enough, have enough knowledge
and are allowed to participate.” In
a study by Barry and Henderson,
patients were found to be more likely
to participate if they believed that
their expertise was relevant to the
decision.® They were more likely to
participate when things were getting
worse. Health workers were also
more likely to follow a patient-centred
approach when patients had a
chronic condition. Chewing and
Sleath found that, when patients saw
themselves as experts in experienc-
ing the iliness or if they perceived
that their expertise was relevant,
they felt more able to participate.®
This knowledge should encourage
us to pursue active participation,
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especially with those patients who
are less likely to participate. 6223337

Self-care, self-sufficiency and the
ability of a patient to take some re-
sponsibility for his/her own health
care, take part in health activities
and to take the role of a partner in
the therapy are essential in mutual
participation.6*‘8'20'29'40‘42

Solomon et al. related similar is-
sues with regard to longevity in AIDS
patients.’® They found that seeing
the physician as a collaborator, hav-
ing a sense of personal responsibility,
a commitment, a sense of meaning
and purpose in life and in the dis-
ease itself, with prior mastering of a
life-threatening situation as well as
engaging in an exercise programme,
were strongly associated with better
health outcomes. This is in contrast
to patients with poor outcomes, who
were found to be passive, appeas-
ing, helpless and focussed on others
for help and had unexpressed emo-
tions. Although the above are not
clearly defined as participation in
the consultation, it is evident that
active participation from the
patients’ perspective is similar to
these findings.

Conclusion

The literature supports a notion that
there is some association with an
improved health outcome in a mutu-
ally participatory health worker-
patient relationship. As we are ethi-
cally bound to give our patients the
treatment with the best outcome, we
are also bound to use this model in
the consultation. As health workers,
we have to make a special effort to
encourage patients who are likely
to participate poorly to be more ac-
tive. In order to achieve this, we may
need to learn to be humble, relin-
quish our role as experts, value even
the poorest in our communities,
negotiate differences and be aware
of our own positions of power and
our potential to manipulate the
relationship.

Competing interests
None declared

R
1.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

EFERENCES

Christie RJ, Hoffmaster CB. Ethical Issues
in Family Medicine. New York: Oxford
University Press; 1986. p. 19.
McWhinney IR. A Textbook of Family Med-
icine. New York: Oxford University Press;
1989. p. 118-27.

Coulter A. Partnerships or Paternalism?
BMJ 1999;319:719-20.

Elwyn E, Edwards A, Kinnersley P. Shared
decision-making in primary care: the ne-
glected second half of the consultation.
British Journal of General Practice
1999;49:477-82.

Brody DS. The patient’s role in clinical
decision-making. Annals of Internal Med-
icine 1980;93(5):718-22.

Tuckett D, Boulton M, Olson C, Williams
A. Meetings between experts: An ap-
proach to sharing ideas in medical con-
sultations. London: Tavistock Publications.
1985.

Boker W. Development of a therapeutic
partnership understanding of schizophre-
nia as a sequel of recent concepts of
etiology and changes in psychiatric con-
temporary theory. Psychiatr Prax
1991;18(6):189-95.

Hassed C. Towards a more enlightened
view of autonomy. Australian Family Phy-
sician 1999;28(2):172-3.

Komrad MS. A defence of medical pater-
nalism: maximising patients’ autonomy.
Journal of Medical Ethics 1983;9:38-44.
Madder H. Existential autonomy: Why
patients should make their own choices.
J Med Ethics 1997;23(4):211-5.
Charles C, Gafni A, Whelan T. What do
we mean by partnership in making deci-
sions about treatment? BMJ
1999;319(7212):780-2.

Stewart MA. Healing partnerships between
patients and family doctors: An aspect of
quality of care. Plenary Address presented
at WONCA, Dublin; 1998.

Biley F. Some determinants that effect
patient participation in decision-making
about nursing care. Journal of Advanced
Nursing 1992;17:414-21.

Greenfield S, Kaplan S, Ware JE. Expand-
ing patient involvement in care: Effects on
patient outcomes. Annals of Internal Med-
icine 1985;102:520-8.

Guadagnoli E, Ward P. Patient participation
in decision-making. Soc Sci Med
1998;47(3):329-39.

Kaplan SH, Gandek B, Greenfield S, Rog-
ers W, Ware JE. Patient and visit charac-
teristics related to physicians’ participatory
decision-making style: Results from the
Medical Outcomes Study. Medical Care
1995;33(12):1176-87.

Rost KM, Flavin KS, Cole K, McGill JB.
Change in metabolic control and functional
status after hospitalization: Impact of patient
activation intervention in diabetic patients.
Diabetes Care 1991;14(10):881-9.
Solomon GF, Temoshok L, O’Leary A, Zich
J. An intensive psychoimmunologic study
of long-surviving persons with Aids. Annals
New York Academy of Science
1987;496:647-55.

Speedling EJ, Rose DN. Building an effec-
tive doctor-patient relationship: from patient
satisfaction to patient participation. Soc
Sci Med 1985;21(2):115-20.

Chewing B, Sleath B. Medication decision-
making and management: A client-
centered model. Soc Sci Med
1996;42(3):389-98.

Northouse PG. Effective helping relation-
ships: The role of power and control. Health

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.
42.

Original Research

Educ Behav 1997,24(6):703-6.
Laine C. Should physicians discourage
patients from playing the sick role? CMAJ
1997;157(4):393-4.

Powers JS. Patient-physician communica-
tion and interaction: A unifying approach
to the difficult patient. Southern Medical
Journal 1985;78(4):445-7.

Tervalon M, Murray-Garcyia J. Cultural
humility versus cultural competence: A
critical distinction in defining physician
training outcomes in multicultural educa-
tion. J Health Care Poor Underserved
1998;9(2):117-25.

Gadow S. Truth: Treatment of choice: scarce
resource, or patient’s right? The Journal of
Family Practice 1981;13(6):857-60.
Pellegrino ED. Relationship between au-
tonomy and integrity in medical ethics.
Bol Oficina Sanit Panam 1990;108(5-
6):379-90.

Peppin JF. Physician neutrality and patient
autonomy in advance directive decisions.
Issues Law Med 1995;11(1):13-27.
Langer N. Culturally competent profession-
als in therapeutic alliances enhance patient
compliance. J Health Care Poor Unders-
erved 1999;10(1):19-26.

Mead N, Bower P. Patient-centredness: a
conceptual framework and review of the
empirical literature. Soc Sci Med
2000;51:1087-110.

Toop L. Primary Care: Core values: patient
centred primary care. BMJ
1998;316(7148):1882-3.

Rodgers CR. On becoming a person: A ther-
apist’s view of psychotherapy. London: Con-
stable and Company Ltd; 1961. p. 31-57.
Adams RJ, Smith BJ, Ruffin RE. Impact of
physician’s participatory style in asthma
outcomes and patient satisfaction. Ann
Allergy Asthma Immunol 2001;86(3):263-
71

Charles C, Gafni A, Whelan T. Decision-
making in the physician-patient encounter:
revisiting the shared treatment decision-
making model. Soc Sci Med 1999;49:651-
61.

Delbanco TL. Enriching the doctor-patient
relationship by inviting the patient's perspec-
tive. Ann Intern Med 1992;116(5):414-8.
Bothelo RJ. A negotiation model for the
doctor-patient relationship. Fam Pract
1992;9(2):210-8.

Protiere C, Moatti JP, Maraninchi D, Viens
P. Choice and disclosure of preferences
towards sharing the therapeutic decision
in canaerology: from economic theory to
medical practice. Bull Cancer
1998;85(2):174-9.

Spiegel D, Bloom JR, Kraemer HC, Gottheil
E. Effect of psychosocial treatment on
survival of patients with metastatic breast
cancer. The Lancet 1989;14:888-91.
Street RL, Voigt B, Geyer C, Manning T,
Swanson GP. Increasing patient involve-
ment in choosing treatment for early breast
cancer. Cancer 1995;76(11):2275-84.
Barry B, Henderson A. Nature of decision-
making in the terminally ill patient. Cancer
Nursing 1996;19(5):384-91.

Buetow S. The scope for the involvement
of patients in their consultations with health
professionals: Rights, responsibilities and
preferences of patients. J Med Ethics
1098;24(4):243-7.

Hagland M. Power to the patient. Hosp
Health Netw 1996;70(20):24-6.
Heszen-Klemens |, Kapinska E. Doctor-
patient interaction, patients’ health behavior
and effects of treatment. Soc Sci Med
1984;19(1):9-18.

SA Fam Pract 2004;46(3)

33



