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Objective There is very little research on patient organizations
(POs), even though their numbers and influence seem to be
increasing. The purpose of this study was to describe the establish-
ment, membership, size, organization, decision making and basic
funding of national POs in Finland.

Setting and participants National POs (n = 130) were identified
from their umbrella organizations and by Internet searches. Data
were collected from POs’ web pages (87% of POs had one),
Finland’s Slot Machine Association (RAY, an important public
financier of POs), a relevant survey done by a local TV-company,
and interviews and written materials of POs.

Results and conclusions Some current national POs were estab-
lished around the turn of the 19'" century. The rate of establishment
of new POs increased from the 1970s and particularly in the 1990s
when POs were characterized by increasing specialization. POs
focused on different patient groups and diseases and were founded
by philanthropists, physicians, patients, parents and the drug
industry. Members could be patients, patient relatives, health-care
professionals and organizations. POs widely varied in memberships
(20145 000, in 2002) and in number of paid personnel (0—1395, in
2002), organizational structure and decision making. Interest groups
and financiers were often represented in decision-making organs.
Activities included mutual support and service production, and,
increasingly, informing and lobbying. POs had wide domestic and
international co-operation and networking. Drug industry market-
ing was visible on PO web pages. Budget sizes varied (4000—
15 million euros, in 2001). The main public financier was RAY. The
old national POs were large and part of national social and health
care, but newer ones were often established for mutual support and
lobbying. National POs are not uniform but characterized by great
variation. The number of national POs is increasing suggesting
tighter competition for financing and visibility in the future.
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Introduction

Organized action by patients and potential users
of health services can be seen in many health and
social welfare non-governmental organizations
(NGOs). Broader health movements have
recently got scholarly attention."> More specif-
ically, a ‘patient organization’ (PO) is used to
indicate a group focusing on specific diseases
and use of health services. Definition of a PO is
not unambiguous and the border to health
activist and self-help groups is sliding.

Patient organizations are often seen in contrast
to the official health care system. However, espe-
cially in the Nordic countries, Finland included,
national social and health policies, voluntary
organizations and the state have operated side by
side. Voluntary NGOs have been quite visible in
the Finnish health care system which is much
decentralized. More than 400 municipalities have
the responsibility to provide and fund public
sector health services. Primary care services are
normally provided by municipality owned health
centres and secondary services by hospital
districts which are federations of municipalities.
The public can influence decision making in the
health system directly at a local level through
municipal councils and municipal health
committees which represent the populations of
their municipalities and which are responsible for
the management of health services. Hospital dis-
tricts have council and executive boards, which
are politically elected by municipal councils.

The most important public financier of Finn-
ish health and social welfare NGOs, including
POs, has traditionally been Finland’s Slot
Machine Association (RAY). It was established
in 1938 by the organizations themselves for the
purpose of fund distribution for themselves.
From its beginning, RAY has been governed by
the state, though member organizations are
represented in its decision making. The highest
authority is used by the General Meeting, which
is held once a year, and in which the state and
the member organizations are represented. The
state has a key role and the organizations are in
a secondary position in using decision-making
power. Membership of RAY is neither a prere-
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quisite nor guarantee for getting funding. RAY
has the exclusive right to operate slot machines
and casinos in Finland. It distributes the profits
to associations and foundations working for the
public good and aiming to promote health and
social welfare.

It has been estimated that in the mid-1990s,
some 1.5 million people have membership in the
health and social welfare NGOs in Finland,? out
of a population of 5.2 million. However, there is
very little research of the Finnish NGOs or POs.
Literature consists mainly of histories, anniver-
sary books and undergraduate thesis,® focusing
on one organization,4 or economic aspects,5 and
available only in Finnish. Likewise, in other
countries we found only two comprehensive
studies of POs as a system: one from the UK®”
and the other a comparison between the USA
and the UK.'® These studies described POs and
their role, showing increasing numbers over time
and an expanding area of action.

Our observations and anecdotes led us to
hypothesize that in Finland the number and
influence of POs has recently increased. Thus,
we wanted to study: (1) which existing POs
have been established at different times and on
whose initiative? (2) Who are the members of
POs? (3) What size, organization structure,
administration and decision making do POs
have? (4) What do POs do and what co-
operation do they have? (5) Where does their
basic funding come from?

Methods

Identification of POs

In Finland, there is no clear-cut definition of a
PO and no list of non-governmental organiza-
tions (NGOs) in the health field. We started by
defining POs using three guiding criteria: a PO is
a registered organization (Register of Associa-
tions) that has been formed around a specific
and officially accepted disease or disability (e.g.
in ICD-10-classification); a PO itself claims to be
a PO or has sick people or their family as
members and a PO is nationwide (may have
registered local associations as members).
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Many Finnish health and social welfare
NGOs are organized under five national
umbrella organizations and we used their web
pages as the basis for creating a list of national
POs. These umbrella organizations are over-
lapping and a PO may belong to several of
them. The umbrella organizations are: the
Finnish Slot Machine Association (RAY), the
Finnish Federation for Social Welfare and
Health (STKL), the Finnish Centre for Health
Promotion (TEK), the Finnish Patients’ Union
(FPU) and the Association of Voluntary
Health, Social and Welfare Organizations
(YTY). Additionally, the web pages of Soster-
net were used; Sosternet is a net-based infor-
mation service by social and health
organizations, with STKL, TEK and YTY as
members, and funded by RAY. Once national
POs from the umbrella organizations were
identified, further links found on the national
PO web pages provided new names of potential
POs and their web-addresses. In cases where it
was not clear whether it was a PO or not,
further information was sought via Google.

We found 390 health and social welfare NGOs
(Fig. 1). We excluded NGOs focusing on social
welfare, leaving 283 health-related NGOs. Of
them, 28 organizations were dropped out from

the final data as ‘borderline cases’. Of the NGOs,
we identified 130 specific POs, including the
Finnish Patients’ Union (a general organization
having individual citizens and small POs of rare
diseases as members).

Our definition of POs worked well in practice.
Almost all (95%, n = 124) of the 130 national
POs also identified themselves as POs. Six did not
explicitly classify themselves as POs: three were
organizations for parents of sick children and
three were mental health organizations. Of the
130 national POs only a minority belonged to the
five national umbrella organizations or Sosternet,
used as a starting point to identify POs.

Data collection

Information on the POs was collected from
different sources: national PO web pages, RAY,
a relevant survey by a TV-company, and inter-
views and written materials of national POs.

National PO web pages were studied from
June to September 2002. Certain basic infor-
mation (see Results) was systematically collected
in numerical format and various descriptive data
in text form. In total, we found web pages for
113 national POs (87%) (Fig. 1). The extent and
quality of web pages noticeably varied.

‘ Health and social welfare NGOs (n = 390) ‘

l—" Social welfare NGOs (n = 107) ‘

‘ Health related NGOs (n = 283) ‘

I “Borderline cases” (n = 28) %7

» Not PO (n = 125)

POs (n = 130)

| Year of establishing (n= 113) |

Budget (n = 75)
RAY-funding (€) (n = 76)
RAY (%) (n = 65)

Size of PO:

|Action areas (n= 109)|

Individual members (n = 89)
Local association (n = 57)
Salaried staff (n = 65)
Number of people repre-
sented in Finland (n = 54)

Co-operation (n = 92)

Figure 1 Identification of national patient organizations (POs) and data available. NGO = non-governmental organization,
PO = patient organization, RAY = Finnish Slot Machine Association. Action areas = informing, supporting, lobbying, service

producing and research.
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The electronic files of RAY included informa-
tion on organizations which had applied for
funding for the year 2002. It included POs’ annual
reports and budgets for 2001 and action plans and
budget proposals for 2002. We received such
kinds of information for 76 (58%) of our 130
national POs. Data were received from RAY as
an EXCEL file and we adapted and transferred
them to our database. In addition, one researcher
(HT) had informal discussions with two RAY
employees dealing with PO funding.

In October 2003, a commercial TV-company
(MTV3-Finland /News) carried out an e-mail
survey of 85 POs. It consisted of a one-paged
structured questionnaire with a 1-week reply
time; the sample was compatible with our list of
national 130 POs and missed only small and
lesser known national POs. The response rate
was 65% (n = 55, of which 54 fulfilled our
criteria of a PO). The survey was investigative
journalism and the aim was to study the
co-operation of POs with the drug industry.
After hearing of the survey, we approached the
company and were able to receive the original
questionnaires. We coded the open questions
and added the data to our database. For this
article, we used only basic information about
POs’ background to complete the information
derived from the web pages and RAY.

Between April and June 2004, semi-structured
interviews were made with and written material
collected on 13 national POs of different aged
and sizes and related health issues so as to
analyse their interaction and co-operation with
other health care actors. The informants in the
interviews were the highest paid staff available''
or chairpersons” of the highest decision-making
organs. These interviews were used to fill in
information about issues which had arisen
earlier.

Analysis

Quantitative information was collected on an
SPSS-database. If the quantitative data from
different data sources varied, RAY was defined as
the primary source, web pages as the secondary
and the MTV-survey as the third. The MTV-
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survey was used to estimate how many ill people
in Finland were represented by specific POs. Web
pages, discussions with experts in RAY and
interviews with and written materials of national
POs constituted further qualitative data.

An expert group (authors and one extra
physician researcher) classified POs to seven
groups using the associated health problem as
the starting point. Some POs could have been
classified to several groups. After five discussion
rounds, each PO was included to one group by
the following rules: Firstly, all organizations for
children and/or their parents formed one group
(‘children & parents’). From the remaining,
organizations for people with disabilities formed
one group (‘disability’) and patients having dis-
eases with strong genetic cause (‘genetics’)
another. From the remaining organizations
patients having neurological diseases (‘neurol-
ogy’) and mental health problem (‘mental
health’) formed a group each. Next, we sepa-
rated organizations for patients having diseases
with significant public health importance (for
example, ‘common diseases’ such as tuberculo-
sis, cancer, rheumatism, diabetes, polio, heart
disease, allergy and epilepsy). The rest of the
organizations were placed in the group ‘other’.

Cross-tabulations were formed where infor-
mation was available from over 50% of the POs.
The chi-square test and Fisher’s exact test were
used to test the statistical significance of the
cross-tabulations. Pearson correlation coeffi-
cients were calculated to study the relations
between continuous variables.

Results

Establishment of POs

The oldest of the current POs was established in
1897 and three others were established at the
turn of the 20" century (Fig. S1). After this no
POs were established for over 20 years (1908—
29). During the 1930s, new POs again began
appearing and between 1940 and 1969 the
number increased steadily (ranged from five to
seven new POs per decade). A clear growth
started at the beginning of the 1970s and about
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Table 1 Numbers of national patient organizations (n = 130)
by group and period of establishment, % (n)

1897- 1970~ 1990-
1969 89 2002" Total’
Children and 16 (4) 21 (9) 22 (11) 22 (29)
parents
Disability 40 (10) 17 (7) 18 (9) 22 (29)
Genetics 0 (0 7 (3) 6 (3 5(7)
Neurology 82 14 (6) 8 (4) 9 (12)
Mental health 4 (1) 7 (3) 14 (7) 8 (11)
Common 28 (7) 2 (1) 0 (0) 6 (8)
diseases
Other 4 (1) 31 (13) 32 (16) 26 (34)
Total 100 (25) 100 (42) 100 (50) 100 (130)

! Those identified by 10th of September 2002.

2 Includes 13 patient organizations with missing year of establish-
ment.

Source: web pages, RAY-files.

40 POs were established during the next two
decades. Between 1990 and 2002 the establishing
of new POs was very active (50 new POs)
(Source: web pages, RAY-files).

Table 1 shows the current POs by classifica-
tion of health problem and establishment
period. The first organization was the Finnish
Association for Mental Health, established in
1897. The next POs (established in the first
decade of the 20" century) were organizations
for blind and deaf people. Organizations for
other disability groups started to be established
during the 1930s and increasingly after the Sec-
ond World War. Organizations for common
diseases were established between 1930 and
1969. The first organization for parents of sick
children — the Finnish Association of Parents of
the Deaf — was founded in 1963. The first POs
for patients having a disease of mainly genetic
origin were established in the 1970s while POs of
the 1990s were mainly for specific conditions in
the ‘old” areas (e.g. disabilities of chromosomal
disorders, cancer and skin diseases), as well as
some new diseases. Some organizations are
solely for Swedish-speaking people (and families
of sick children) while in some cases disease or
condition (e.g. as a result of personal conflicts or
drug industry initiatives) would have more than
one PO (Source: RAY-files and discussions,
interviews and written material).

The occasional short histories of the POs on
their web pages showed that the oldest POs were
based on charity and were founded by wealthy
benefactors. Physicians later had a significant
role in establishing POs. In the 1960s and 1970s,
patients themselves as well as parents of sick
children were active. Of the most recent POs,
established since the 1990s, some have been
jointly established with drug companies (Source:
web pages, interviews and written material).

Some POs have changed their name, espe-
cially since the 1990s. Usually the change has
been away from disease-specific words to more
neutral terms, with the word ‘health’ often
included for example (Source: web pages).

Size, organization and decision making

Information on the number of individual mem-
bers was available for 89 of the 130 POs (see
Table 2). For these 89, the total membership was
665 000 persons; the mean number was 7466 and
the median 1055. The range was large: 7% of the
130 POs had less than a hundred members, 25%
some hundreds, 26% some thousands and 11%
some tens of thousands of members (total range
from 20 members to 145 000 members). The
older the organization was, the more individual
members it had (r = 0.47, n = 89). The largest
POs were the Cancer Society of Finland (with
about 145 000 individual members), the Finnish

Table 2 Distribution of national patient organizations by
number of individual members (size) and period of estab-
lishment, % (n)

1897- 1970~ 1990-
Size! 1969 89 2002 Total?

Small 12 3) 29 (12) 32 (16) 24 (31)
Medium 24 (6) 36 (15) 20 (10) 24 (31)
Large 56 (14) 24 (10) 6 (3) 21 (27)
No information 8(2) 11 (5) 42 (21) 31 (41)
Total 100 (25) 100 (42) 100 (50) 100 (130)

1 Small <500, medium 500-2999, large 3000 members.

2 Includes 13 patient organizations with missing year of establish-
ment.

Chi-square test: X? = 18.5, d.f. = 4, P = 0.001.

Sources: web pages, RAY-files (establishing year); web pages, RAY-
files, MTV (number of individual members).
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Heart Association (83 000 members) and the
Finnish Rheumatism Association (54 000
members).

Some POs were liberal in accepting members:
all those who were interested in joining, includ-
ing individuals and institutions, were welcomed.
Usually, individual members were ‘ordinary
members’ with a right to vote, while institutions
were ‘support members’ without a right to vote.
Other POs put restrictions on their membership,
such as accepting only sick people and relatives
living in the same household as regular mem-
bers, with others accepted only as support
members. On the other hand, there were also a
few POs in which different institutions were
regular members and individuals had the possi-
bility for only support memberships. POs
established between 1970 and 1989 had the most
varied types of membership (see Table S1). Of
the 130 POs, 12% (n = 16) had other national
POs as institutional members (Source: web
pages).

The POs’ own estimations of the number of
Finnish people who suffer from the condition
which they represented (available for 54 out of
130) were many times higher than the numbers
of current members. The mean number was a
quarter of million (257 502) and the median 35
000 patients (Main source: MTV). Again, the
range was large: the largest estimation being 1.5
million patients (the Allergy and Asthma Fed-
eration) and the smallest estimation being 150
patients. The total estimation of people affected
based on the information of the 54 POs was 14
million (Source: web pages).

A multi-storey, hierarchical, ‘umbrella’ struc-
ture was typical for POs: a central organization
at national level, then regional associations and
local associations as the smallest units. Of the
130 POs, 40% (n = 57) had regional associa-
tions. The mean number of local associations
per PO was 42 and the median was 16; the range
was large, from 2 to 238. However, some POs
had only a national central organization in
which people had membership; this applied
especially to smaller POs. Besides the central
offices/headquarters some POs had regional or
local offices and contact persons. Staff included
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physicians, accountants, journalists and patients
(Source: web pages, RAY-discussions).

POs employed salaried full- and part-time
personnel and also volunteer workers. Infor-
mation on the paid staff was available from 65
POs, and the number of their employees totalled
together 4199, giving a mean of 65 and a median
of 5. But, the range was again large, from 0 to
1395 persons (Main source: RAY). The large
POs in particular used salaried staff but smaller
POs could be totally voluntary-based (Sources:
web pages, RAY-files).

Patient organizations for common diseases
were large and complex in size and type of
membership, staffing and in their decision
making. The structures have become more
complex and bureaucratic with established and
widening activities. Typically, POs had two
kinds of decision-making organs: one with
democratically selected or elected representa-
tives of individual members and on the other
with appointed representatives of interest groups
and financers. The latter group often included
experts such as physicians (often specialists
and/or in leading positions of the special field),
parliament members (from some parties or
sometimes evenly from all parties) and business
representatives. Large-scale representation was
seen specifically in large POs and was not
constant. In large POs, policies were made by
the democratic organ, which gathers regularly at
between 6- and 24-month intervals. That organ
represented ordinary members. Implementation
decisions were made by a council or a board of
directors which met more often than the demo-
cratic organ. In smaller POs, the council acted
both as a policy and as a decision-maker.
Different committees with concrete projects met
several times a year. Furthermore, POs
consulted their constituencies as experts, such as
patients, physicians, politicians and representa-
tives of business (Source: web pages).

Activities and co-operation

Detailed information on activities was available
from 109 of the 130 POs (see Table S1). POs
were innovative and many current tasks of the
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official health and social welfare system were
originally started by them. Activities were
connected to the social questions and changes
of different times in the society. A ‘sickness-
based’ action arena had changed towards more
general public health field. Mutual support
operated at an individual level, often in local
chapters, where people with similar experiences
shared their expertise of everyday life. Service
production included health care, social and
rehabilitation services (e.g. different courses).
Information sharing included information to
members as counselling and for society as
awareness rising. Lobbying happened in many
ways. POs were ‘watch-dogs’ of official services,
speaking out both for and against it. In the last
20 years, POs have pushed for insurance legis-
lation and drug reimbursements. For example,
three POs specifically mentioned in their web
pages that they lobbied in regard to drug
reimbursement issues. A quarter of the POs
were engaged in research, either their own (e.g.
surveys of members) or through separate
research charities. All activities were more
common in older and larger POs (Table S1).
All old POs provided services.

Many POs had an organized relationship with
political decision-makers, such as parliament
members. The relationship with politicians did
not depend on the POs’ size, with some smaller
POs also organizing relationships with politi-
cians. Some POs had formed or aimed to form a
network for their disease within parliament.
Some POs only wanted to have politicians who
had personal or close experience of the disease
(Source: web pages, interviews).

In their web pages, some POs mentioned drug
firms and other companies as their support
members or as co-operation partners. Others
named co-operation products (e.g. foodstuff,
cleaning equipments, textile and aid equip-
ments), joint projects and joint conferences.

The web pages of new POs as well as those of
some older POs showed that voluntary work
from home, without separate premises, was
typical in starting a new PO. The first tasks were
information collection and distribution, educat-
ing support persons, creating local networks,

fund-raising and seeking contacts to health-care
professionals. To get funds from RAY,
increasing the number of members became
important. Voluntary work has a central posi-
tion and only later do they take on paid
employees. The first salaried employee was
usually a secretary, while separate premises, an
executive manager and other employees typi-
cally came later.

Some POs were members of national health
and social welfare umbrella organizations. These
organizations were mediators between POs and
government and allowed co-operation between
POs. Typically, POs could give a joint statement
through them (Source: web pages, RAY-dis-
cussions, interviews and written material).

Patient organizations also engaged in other
domestic ~ or international  co-operation
(Table S1). Information on such co-operation
was available from 92 of the 130 POs. Co-
operation included memberships in administer-
ing bodies of other organizations or informal
networking. Co-operation with other POs and
the public sector were common and was aimed
at increasing resources and influence.

Patient organization web pages carried
implicit advertising of health technologies. There
were links to specific products (though not
drugs) and to drug firms or other medical tech-
nology companies or to commercial patient
information and disease risk tests pages. Some
POs provided counselling by telephone, but it
was not always clear whether it was free or who
financed the service. It was often mentioned that
the counselling person was a health-care pro-
fessional. In some cases, it was mentioned that
counselling was sponsored by a drug firm. The
drug industry also educated physicians and
nurses alone and together with POs (Source: web
pages, interviews and written material).

Besides national co-operation, 45% (n = 58)
of the 130 POs engaged in international co-
operation as mentioned on their web pages
(Table S1). National co-operation did not
depend on the age of a PO, but international co-
operation increased by age of PO (Table S1).
Likewise, international co-operation was more
common among larger than smaller POs.
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Table 3 Distribution of national patient organizations (POs) by the size of budget (€) and RAY-funding (%) in 2001, by period of

establishment of the organization

1897-1969' (n = 23) 1970-89 (n = 31) 1990-2002" (n = 21) Total?> (n = 75)
<100 000 12 3) 24 (10) 34 (17) 23 (30)
100 000-1 m 16 (4) 31 (13) 8 (4) 16 (21)
>1m 64 (16) 19 (8) 0 (0) 18 (24)
No information 8 (2 26 (11) 58 (29) 42 (55)
Total 100 (25) 100 (42) 100 (50) > 100 (130)
Mean (SD), x1000, € 3546 (3720)°* 964 (1822)* 130 (129)* 1642 (2797)>*
Median, x1000, € 2863° 246" 76" 2534
Minimum, x1000, € 16 19% 44 44
Maximum, x1000, € 58 306 9336 494 14 848
RAY-funding
Mean (SD), % 55 (25) 70 (26) 71 (20) 65 (25)

1 POs with 0 € budgets were excluded (one PO in 1897-1960 and 1970-89 and eight in 1990-2002).

2 Includes 13 patient organizations with missing year of establishment.

3 Chi-square test: X? = 34.4, d.f. = 4, P < 0.001. Class ‘No information’ excluded.

4 An association with very large budget (58 300 €) was excluded.

Funding

Information on budgets for 2001 was available
from 75 of the 130 POs. The total budget of
these POs was EUR 163 million and variation
was large (Table 3). Roughly, the older a PO
was the larger the budget (r = 0.66, n = 74).
Likewise, the more members the organization
had, the larger the budget it had (r = 0.49,
n = 68). Seven out of the ten POs with zero
budgets had been established during the previ-
ous 10 years (Source: RAY-files).

About half of the 130 POs got RAY funding
in 2001 (52%) and in 2002 (54%). The older the
organization was, the smaller the relative pro-
portion of RAY funding (r = —0.351, n = 65),
while the more members the organization had,
the smaller the proportion of RAY funding
(r = =048, n = 64), Table 3 (Source: RAY-
files). Some POs, especially smaller and newer
ones, mentioned that they had applied for
funding from RAY several times but had not
received any. It was also reported that filling
forms for RAY is difficult and time-consuming.
POs were expanding their funding sources.
There were several other public funding sources,
such as the Ministry of Health, the National
Insurance Institution, the Health Promotion
Centre, cities and municipalities. A new financier
was the European Union Commission. Members
of the FPU received their funding from it. Some

POs revealed nothing about their financing on
their web pages (Source: web pages, interviews).

Private funding sources included membership
fees, profits from selling products and organiz-
ing courses, journal subscriptions, advertise-
ments, donations and profits of savings and
investments. Some large POs also had property
portfolio. Some had established foundations to
support the organization’s activities. Member-
ship fees were an important source of income.
Support and institutional membership fees were,
at least in some of the POs, higher than ordinary
individual membership fees (Source: web pages,
interviews).

Discussion

The number of national POs is increasing.
National POs are not a uniform group of orga-
nizations but are rather characterized by great
variation in terms of initial establishment,
organization, activities, and funding as well as to
age, the size of membership and the specific
health issues concerned.

Our purpose was to give an overall description
of the Finnish national POs as they were in early
21* century. We do not have information of POs
which stopped their activities before 2006, but
their number is believed to be small. Our method
to identify the POs succeeded very well, but
we may have missed some new POs or those
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without an Internet presence. The data consisted
of several information sources of which the web
pages were the new research method. After
identifying the POs, we used the most exact
quantitative information available and con-
ducted interviews to fill in gaps and examine
issues which had risen earlier.

Establishing of POs

The establishment and increase in the number of
PO since the 1980s is in line with the develop-
ment of POs in the UK"? and the USA.'"!' Our
recent observations show new POs have been
established since our data collection. Different
societal and health care developments (e.g.
hygiene improvements, the Second World War,
industrialization, recession, legislative changes,
etc.) have been connected to the birth of POs’ in
Finland. Likewise, in the USA'® and UK,”*'
the early roots of POs were in philanthropy and
war experiences. Carroll'! has reported that in
the USA large public health organizations for
common diseases were established before the
radicalism of the 1960s. Later, POs for more rare
diseases were established and then POs for new
health problems and specialized diseases were
established.!' At the turn of the 1990s, Finland
met with an economic recession and services
weakened. The state subsidy system changed in
1993 and in the latter part of the 1990s mental
health was elevated on the public health agenda.
Furthermore, the medicalization increased, and
availability of new technologies and diagnostic
methods has at the same time continued. These
social changes correlate with the increasing
number of mental health POs and with the
increasing number and specialization of POs in
general.

In the UK, following on from the work of
philanthropists, initiatives for establishing POs
came from professionals,'? followed later with
initiatives by citizens and service users and par-
ents in both the UK”!'? and Australia,’® and
later still by patients themselves.”®!*'* In the
USA and UK, organizations that were initially
voluntary have changed first to semi-profes-
sional and then to totally professional organi-

zations within few years.'® In Finland, some POs
have been led more by professionals than lay
people since their inception. Recently in the UK,
people with personal experience of disease have
established organizations emphasizing mutual
support and services.” Wood'? has argued that
with changing motives and names, and through
widening areas of activity, POs are reflecting the
development of medicine in general. This medi-
cal modernization is seen in POs.'> Having sev-
eral POs focusing on the same diseases can be
explained variously through different caring
philosophies, competition, personal conflicts
and industry links.

Structure of POs

Even though information was not available from
all POs, the numbers of individual members as
well as PO estimations of people who suffer from
the conditions represented were large: the num-
ber of estimated sick people was 2.7 times higher
than the actual population of Finland. This may
partly be explained by co-morbidity or by some
people belonging to several POs. It may also be a
result of exaggeration; such large numbers may
be used to indicate an important public health
problem thus raising the importance and visi-
bility of PO’s activities.

Lofgren'® has argued that growth of a PO
(e.g. including their total number, member
numbers, staff, activities, economical meaning,
etc.) is seen as the norm in the current con-
sumerism in health care. In Finland, differences
in member size were extensive: there were POs
that were both larger and smaller than those
found in the UK.® In the UK and USA, some
organizations which claim to represent patient
issues are completely without a membership or
patients,'® but we included in our study only
POs with patients and individual members
(some also had other members). In the USA,
medical professionals and their associations are
more often POs’ members than in Finland.®
However, especially physicians were members
also in Finland. Also in the UK organizational
structure varied according to the POs’ age.” In
the USA, most POs did not have local organi-
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zations, while some organized only at local level,
and some only at international level.' In Fin-
land, POs have used salaried staff for decades
while the number of volunteers has been rela-
tively low. POs’ multiform personnel structures
may create a picture of strong professionalism
which may improve their reputation in health
politics.

Activities and co-operation

Patient organization activities found in Finland
(see ecarlier) have also been reported in the
UK, the USA,'*!%!7 Australia,'* and Can-
ada,'®!? but while research has had a prominent
position in PO policy in these countries,'!'%20-!
the same has not been true in Finland.
Kuotola* has divided the different stages of
PO life cycles into stages of inspiration, pres-
sure politics, professionalization, cabinet poli-
tics and ‘monument politics’. Halinen® has
divided the stages into the politics of ‘position
formalization’, development of hierarchy and
normalization. Lofgren'® has argued that many
POs of the 1960s were established as pressure
groups. The ‘challenging role’ (influencing,
lobbying) has received more emphasis espe-
cially since the 1990s, when the number of POs
began to increase.'®'>'"**27 In the USA and

UK, Ilobbying for legislative changes has
occurred especially by POs working for
neurological diseases, genetic diseases and

AIDS and by organizations for parents of sick
children.”%10:12

Besides mutual support and service produc-
tion, all activities of POs may be seen as politi-
cal, aimed at influencing society, the health
system, officials and health politics (decision-
makers, providers, payers), for example,
through raising patients’ expectations and
demands. From the perspective of a consumer
movement, the web pages of POs make it pos-
sible to consider, also for patients and consum-
ers, what information and services POs provide,
what the information is based on and wider links
the organization has in the form of hyperlinks.
Shared influencing based on co-operation
started in the 1990s may be seen as networking
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with other stakeholders. Networking means
centralizing resources, widening support and
pressure and utilizing ‘mass power’.

In the British study, 85% of the POs had
different coalitions through which co-operation
was made with decision-makers, government,
professionals and business.”® In international
studies, coalitions in mental health field and
breast cancer field have been successful.?*2
Crossing national borders is an international
phenomenon. US-based organizations are
establishing offices in Europe and financing
different activities with the aim of getting
patient groups to promote activities (e.g.
research, education, screenings and treatments)
in their home countries.’® The European breast
cancer movement — which acts in over 20
countries and has a representation in the
European Health and Patients Forum — con-
nects patient and professional associations
internationally.*'** It has recently started to
act in Finland with the support of a drug firm.
Because of Finland’s geographical position and
small population, international trends may
influence PO activities in Finland more than
vice versa.

Funding

Even though information was not available for
all POs, the combined budget of those we had
information on was 1.6-1.7% of the Govern-
ment’s total health care expenditures in Finland
(9456 million € in 2001 and 10 207 million € in
20023334,

RAY-funding appears to be central, especially
for new and small organizations. However, to be
eligible for RAY-funding, the POs’ activities
must be established. The funding has tradition-
ally been given for projects and services, though
not for basic structure. Recent changes in
European Union competition legislation services
has meant that services which bring profits are
considered as business activity; services sup-
ported by RAY funding cannot be services that
are also offered for sale by companies. Thus, the
POs’ traditional role as producers of services
may be in danger to some extent.
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Developing professionalism also creates a
reciprocal dilemma. The professional touch is
needed to make a convincing case to officials, for
processing projects, producing services and for
obtaining funding. At the same time, POs are
often reminded about their traditional mutual
support role. Both co-operation with the com-
mercial sector’ and the developing of profes-
sionalism may impinge on a PO’s position as a
grass-roots level citizen organization. In the UK,
funding problems are similar to Finland (e.g. the
difficulty of obtaining public funding for basic
administration and complex application proce-
dures that require time and expertise to com-
plete).” '%!? The UK study also reported public
funding was sometimes dependent on POs’
support for governmental policy and on
coalitions with health professionals and com-
mercial interests. The state support for POs is
important also in the USA, even though its
health care system is largely based on private
insurance. '’

Who are POs representing?

Patient organizations’ decision-making organs
include physicians, politicians and representa-
tives of business. Further, POs consult same
groups as experts. The large Finnish national
POs work like enterprises (having large decision-
making organs, networks, interest groups,
coalitions and consultations with experts).
Rolstad?' has argued that some POs have
eliminated all medical professionals from their
membership and governing but use boards of
medical professionals as advisors. Some do not
give voting rights to physicians and others do
not accept physicians for ideological reasons.® In
Finland, there has been little discussion about
the representation of physicians or other health-
care professionals (e.g. nurses) in POs, although
there has been discussion about the relationship
between physicians and the drug industry, and
the drug industry increasingly educates nurses as
well as doctors, both alone and together with the
POs. In Canada, nurses have already established
some POs.'® In the UK and USA, where POs led
by medical professionals are the most influential,

POs promote specific fields of medicine and
make decisions on research funding,”” usually
to such institutions who are also representatives
in the POs’ administration organs.'” In such
matters, the POs’ ability to represent the inter-
ests of patients has been curtailed.'>3%*” Warn-
ings have especially been made on co-operation
between research-oriented physicians and
industry physicians.'%8

In Finland, POs have traditionally been con-
sidered to represent objectivity, independence, the
common or specific ‘good’” and the patient’s best
interest in social realm, with clear activities and
boundaries. The old POs are seen mainly through
their mutual support and service production roles
in health care and health policy discussion in
Finland. Large POs, such as public health POs,
are more organized and professional-led while the
small ones work more on a voluntary-basis.
Currently, many POs and other health-care actors
(e.g. associations of medical professionals, the
drug industry) seem to have their own and sepa-
rate economic and other interests as well as having
shared orientations. The concept of the PO is
expanding and fragmenting, while the boundaries
are blurring. The relations of the POs with other
actors have become more complex and ambiva-
lent."* In Europe, co-operation between the
European Patients’ Forum and industry has been
questioned.*® In the UK, a House of Commons
Committee has included POs in a report on the
influence of the pharmaceutical industry in
society.*

Recently, it has been suggested within the
international research literature that POs could
be viewed as a consumer movement that
potentially ‘challenge’ health care. Concepts
such as health social movement and consumer
groups or organizations or movements have
been used. The terms include the idea of a new
social movement for which consumerism and
activism are connected. At least in the Anglo-
American context, consumerism in health care
and increasing patient activism since the 1990s
have been seen as a new consumer phenome-
non.”> Patients’ consumer role and status have
increased through the rhetoric of choice and the
politics of consumer rights.'® Patients are
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developing lay expertise on their own situation
and want to make decisions about their own
treatment.”*' In Finland, the Act on Patient
Status and Rights came into power in 1993. The
Finnish Patients’ Union is a member of the
Finnish Consumers’ Association and both act
together and also separately on health matters.
The discussion on patient ‘participation’ has just
been started but not extended so much to the
‘consumer’ context. The number of POs is
increasing which suggests tightening competition
for financing and visibility. POs are enlarging
their funding sources. There is a danger for
blurring boundaries and implicit advertising
already seen in POs’ web-pages. Co-operation
with markets endanger POs’ image as grass-root
level citizen organizations.

In the future, the financing of POs, the posi-
tion of technology in their marketing for exam-
ple, and their relation to drug companies and
other industries is going to be an important area
for research. More analysis is also needed on co-
operation between POs and the interaction
between different actors and roles in health
policy development.

Acknowledgements

We thank Finland’s Slot Machine Association
and MTV-Finland/News for their co-operation
and Merja Autio, Outi Réikkénen, Tiina Sevon
and Sirkku Vuorma for technical support. The
research was financially supported by the Min-
istry of Education (The National Post Graduate
School in Social and Health Policy, Manage-
ment and Economics and Doctoral Programmes
in Public Health) and STAKES. There are no
conflicts of interest.

Supporting information

Additional Supporting Information may be
found in the online version of this article:

Fig S1. Cumulative number of current (existing
in September 2002) national patient organi-
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POs, <1970: 25, <1980: 44, <1990: 67, <2000:
108, 117 < 9/2002. Source: web pages, RAY-
files.

Table S1. Proportions of national patient orga-
nizations by type of members, action area and
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