ORIGINAL ARTICLE

Patients’ experience of their general
practitioner’s follow-up of serious eating

disorders

BACKGROUND An eating disorder is an illness that may take a life-threatening course.

The health authorities recommend that general practitioners (GPs) should be included in the
treatment apparatus. The patients’ feelings of shame, denial of the illness and ambivalence
with regard to treatment are disease-specific characteristics that need to be considered.

MATERIAL AND METHOD At two specialised units for eating disorders, patients aged over
18 were handed a questionnaire at the start of their treatment. The questionnaire dealt with
GP consultations in which the eating disorder had been discussed. An active GP-patient rela-
tionship was defined based on whether the patient had seen the GP at least three times,
whether the GP’s office was in proximity to the patient’s place of residence and whether the
eating disorder had been discussed during the past year.

RESULTS Altogether 114 patients (90 %) took part in the study. 66 % had an active GP-patient
relationship, and 65 % of these had discussed with their GP the impact of the disease on their
daily lives. Altogether 75 % were satisfied with the GP’'s manner, 47 % found the GP to be an
important supporter of their treatment and 44 % visited their GP if their condition worsened.

Those patients who were severely underweight and patients with GPs who demonstrated
commitment scored highest on satisfaction and support. A total of 39 % of those who had
experience of treatment in which their current GP could have been involved in collaboration
with the second-Lline service had found such involvement to be the case.

INTERPRETATION The patients had varying experience of follow-up provided by their GPs.
Commitment on the part of the GP appears to result in closer follow-up and greater patient

satisfaction.

In 2002, a general practitioner (GP) had an
average of ten patients with an eating dis-
order requiring treatment on his/her list —
one with anorexia and nine with bulimia (1).
More recent epidemiological studies give no
reason to believe that eating disorders have
increased, but the number of women with
anorexia in the age group 15-19 years is
growing — either because they are being
detected sooner, or due to earlier onset of the
disorder (2).

An eating disorder may have a fatal out-
come. The government’s strategic plan
recommends that most patients with an
eating disorder be treated in general prac-
tice, but that those who are most ill must
be dealt with by the specialist health service
(2, 3). In the strategic plan and the national
guidelines, emphasis is placed on collabora-
tion between the treatment levels (3, 4).

A severe eating disorder arises «when the
patient’s relationship to food disrupts and pre-
vents normal functioning, socially, at work or
at school for beyond a period of six months»
(5). InICPC-2, bulimia and anorexia have the
same diagnostic code: P86 anorexia nervosa/
bulimia (6). Conscious weight loss denotes
anorexia, while repeated episodes of over-
eating and vomiting denote bulimia. In ICD-
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10 a BMI < 17.5 kg/m? is decisive for the dia-
gnosis of anorexia (7). Denial of the illness,
feelings of shame and guilt, and ambivalence
may prevent the patient from being open
about her/his symptoms or from feeling that
she/he deserves help (5, 8, 9).

Psychotherapy, which also emphasises
symptom reduction, and somatic follow-up/
treatment are central elements of the therapy
(4). Continuous motivational effort is of
crucial importance for recovery (5, 8, 10). A
strong alliance with the treatment provider is
essential (5, 8—12) and cooperation between
the patient and the treatment provider, open-
ness, curiosity, patience, focused and syste-
matic follow-up and an individualised
approach are crucial (10). Treatment provi-
ders who signal acceptance of the person
behind the illness, who are involved and
show patience and who communicate with
professional authority and certainty, are
those who most easily achieve the trust of
patients with anorexia (11). Drug therapy,
beyond any treatment of comorbid mental
conditions such as anxiety, depression and/
or compulsive behaviours, has a limited role
to play (9).

Persons with eating disorders visit their
GPs more frequently than their peers in the
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MAIN MESSAGE

66 % of those who commenced treatment
at a specialist unit for eating disorders had
spoken about their illness to a local general
practitioner (GP) in the past year

75 % of those who had spoken to a local GP
were satisfied with how they were met, but
less than half perceived their GP as a main
supporter of their treatment

Close follow-up by GPs appears to consti-
tute good support and results in increased
satisfaction

Most patients (85 %) with an active GP-patient
relationship wanted collaboration between
the treatment levels
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140 commenced treatment
in the study period

5 were referred by the authors
and were therefore not invited

8 did not receive the
questionnaire because they were
too ill or due to an oversight

127 were invited to participate
in the study

12 did not respond to
the questionnaire

114 responded to
the questionnaire

1 declined to participate
in the study

38 did not have an active
GP-patient relationship

75 had an active
GP-patient relationship

1 did not respond to the question
of whether the GP was in
geographical proximity

Figure 1 Overview of the 140 patients who commenced treatment in the study period

general population (13—15). They present
with symptoms that may be attributed to the
eating disorder without the illness neces-
sarily being discussed during the consulta-
tion. Nothing has been found in the literature
about how collaboration between the treat-
ment levels should be implemented. A Nor-
wegian article about patients with eating dis-
orders who are treated in the general medical
services emphasises conversations about the
situation here and now, functioning and rela-
tionships as well as somatic follow-up,
supervised self-help and conversations with
next of kin (9).

BOX 2
Definitions

«0wn GP» was defined based on the patient
responding yes to the following question:
«Do you have one GP whom you have seen
more than three times and whom you gene-
rally use when you need medical services
(hereafter referred to as «your doctor»)?»

«Active GP-patient relationship» was defi-
ned based on three requirements, all of
which had to be fulfilled:

The patient reported having his/her «own
GP»

The GP’s practice was in geographical pro-
ximity to the patient’s place of residence
so that the patient could visit the GP in
case of acute exacerbation of the illness
The patient had spoken to the GP about
eating disorders during the past year
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The purpose of our study was to investi-
gate whether patients with a severe eating
disorder had spoken with a local GP about
their illness during the year preceding the
start of treatment at a specialist unit. We
wished to ascertain how close the follow-up
was, whether the patients were satisfied with
their doctor and whether they would visit
their GP if the condition worsened. We were
also interested in the patients’ experience
with collaboration between the treatment
levels.

Material and method

The study was conducted at the Outpatient
Clinic for Eating Disorders, Department for
Personality Psychiatry, Oslo University
Hospital, and the Regional Centre for Eating
Disorders, Nordland Hospital, Bode (day
unit and outpatient clinic). At both clinics, at
least 95 % of patients have one of the fol-
lowing four diagnoses (ICD-10): F.50.0 ano-
rexia nervosa, F.50.1 atypical anorexia ner-
vosa, F.50.2 bulimia nervosa or F.50.3 atyp-
ical bulimia nervosa. Fewer than 5% have
the diagnosis F 50.9 unspecified eating dis-
order.

Patients over the age of 18 years at the
start of their treatment were requested to
respond anonymously to a questionnaire
on their use and experience of their GP.
The duration of the data collection period
for Oslo was from 1 August 2009, and
for Bode from 1 January 2010, to 30 June
2011. Five patients who were referred to
specialist units by the authors themselves
were not included for reasons of habilitation
(Fig. 1).

The questionnaire was developed by the

authors based on clinical experience from
the GP surgery and the specialist unit. It was
tested on 45 patients in a pilot study at the
Outpatient Clinic for Eating Disorders in
Oslo in 2008 and evaluated and edited in line
with the experience gained from this. The
questionnaire has been published in full as
the Halvorsen appendix (in Norwegian) and
is described in e-box 1.

Two definitions were introduced as the
results were processed, namely «own GP»
and «active GP-patient relationship» (Box 2).

The data were analysed using a chi-square
test and a one-way ANOVA test with SPSS
version 20.

Written consent was obtained from the
participants, and the study has been appro-
ved by the Regional Ethics Committee.

Results

Response rate

Altogether 140 patients commenced treat-
ment in the study period (Fig. 1). Eight of
these were not given the questionnaire due
to an oversight or because they were too ill
to participate. Five were referred by the lead
author, and one patient declined to partici-
pate. Of the 126 who received the question-
naire, 114 responded (90 %). There were
76 outpatients in Oslo (67 %) and 38 pa-
tients (33 %) in Bode (of whom 20 had been
admitted).

We found no significant differences
between the patients in Oslo and the patients
in Bode with regard to age, living situation,
income, length of illness, somatic comor-
bidity (thyroid disease, diabetes, Crohn’s
disease, ulcerative colitis, coeliac disease or
lactose intolerance), proportion of those who
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were severely underweight, and experience
of treatment.

Background data

Three of the patients were men, and 64 pa-
tients (56 %) were in the age group 18-25
years. Altogether 83 (73 %) had been ill for
at least five years. In all, 49 (43 %) of the
patients supported themselves with a salary
or student loan (Table 1). Every third patient
received a work assessment allowance. Half
of those who lived alone received this allow-
ance.

Altogether 24 patients (21 %) had never
previously undergone treatment for an eating
disorder. Forty (35%) were only treated as
outpatients, whereas 49 (43 %) had had one
or more admissions in addition to any out-
patient treatment. One patient did not respond
to the question regarding whether she had
been admitted. Hospital treatment had been
provided in the Department for Internal
Medicine (n = 26), the Department for Gene-
ral Psychiatry (n=24) and in the Specialist
Unit for Eating Disorders (n = 33).

Average self-reported BMI was 20.2 kg/m?
(SD 3.8 kg/m?, median 19.8 kg/m?). Altoge-
ther 28 patients (26 %) were severely under-
weight (BMI < 17.5 kg/m?), and 70 (61 %)
had been severely underweight in adulthood.
The average change in weight in adulthood
was 19.5 kg (SD 10.1 kg, median 17.0 kg).

Consultations

In all, 75 patients (66 %) had an active GP-
patient relationship according to the study’s
definition (Box 2, Fig. 1). Ofthese, 55 (73 %)
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Table 1 The patients’ source of income and living situation, given as number of persons (%)

Salary,

student loan,

grants and Work assess- Financially

unemploy- Sickness ment allow- provided for

ment benefit benefit ance by others
Type of living
arrangement  Total  Number (%) Number (%) ~ Number (%) Number (%)
With partner
and/or children 36 19 (53] 6 (17) 8 (22) 3 (8
With parents 24 10 (42) 2 (8] 5 (21) 7 (29)
In shared
housing 13 8 (62) 2 (19) T (8 2 (1)
Alone 41 12 (29) 5 (12) 23 (56) T (2
Total 114 49 (43) 15 (13) 37 (33) 13 (1)

had had more than two consultations in the
past year during which the eating disorder
was discussed (Table 2). In total 49 (65 %)
had spoken to their GP about how the illness
affected their everyday life (Table 3). Those
who were severely underweight and those
who had used psychopharmaceuticals/hyp-
notics visited their GP more frequently than
the others (Table 2).

Altogether 32 patients (43 %) who had an
active GP-patient relationship were alloca-
ted a check-up appointment (Table 3). Those
who were severely underweight were allo-
cated the greatest number of check-up ap-
pointments (71 % versus 33 %, p =0.007).

Those who had discussed the impact of the
illness on their daily lives were more likely
to be allocated a check-up appointment than
others (57 % versus 16 %, p=0.001). Ten
patients (13 %) had experienced that their
GP had contacted them outside normal
hours. Altogether 21 patients (28 %) had
cancelled their appointments or not atten-
ded, without booking a new appointment.
A total of 33 patients with an active GP-
patient relationship (44 %) stated that they
were accustomed to contacting their GP if
their condition worsened. The severely
underweight constituted the greatest propor-
tion of these (72 % versus 35 %, p = 0.0006).

Table 2 Number of GP consultations regarding the eating disorder during the past year for those with an active GP-patient relationship, given as

number of patients (%)

1-2 consultations

3-6consultations

in past year in past year > 6 consultations

Number Number (%) Number (%) Number (%) P-value
Total 75 20 (27) 30 (40) 25 (33
Current BMI < 17,5 kg/m? 18 2 (1) 6 (33) 10 (56) 0.032
Current BMI > 17,5 kg/m? 54 18 (33) 23 (43 13 (24) ’
No previous treatment 23 7 (47) 5 (33) 3 (20)
Previously only outpatient treatment 40 8 (32) 11 (44) 6 (24) 0.097
Previously admitted (and possible outpatient treatment) 49 (14) 14 (40) 16 (46)
Psychopharmaceuticals' 47 8 (17 21 (45) 18 (38 0.049
No psychopharmaceuticals 28 12 (43) 9 (32) 7 (25) ’
Sickness benefit 13 2 (15) (31) 7 (54)
Salary, student loan, grant, unemployment benefit 34 11 (32) 16 (47) 7 (21) e
Work assessment allowance 23 6 [(26) (39) 8 (35) '
Financially provided for by others 5 1 (20]) 1 (20) 3 (60]

" The patients have responded yes to the following question: «Have you taken medication for anxiety, mood swings, psychosis or sleep problems during your period of

illness?»
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Table 3 Satisfaction with the GP’s manner in encountering the patient and experience of the GP as a mainstay, given as number of patients (%)

Moderate/
high satisfaction

Moderate/
strong mainstay

Number Number (%) P-value Number (%) P-value
Total 75 56 (75) 35 (47)
BMI < 17.5 kg/m? 18 17 (95) 11 (61)
0,021 0.1
BMI > 17.5 kg/m? 54 36 (67) 21 (39)
Talked about how the illness affects daily life 49 43 (88) 29 (59)
; ) . 0,0003 0.003
Did not talk about how the illness affects daily life 26 13 (50) 6 (23]
1-2 consultations in past year 20 9 (45) 3 (15)
3-6 consultations in past-year 30 23 (77) < 0.0001 12 (40) < 0.0001
> 6 consultations in past year 25 24 (9¢6) 20 (80)
Check- int t allocated 32 29 (9 24 (75
eck-up appointment allocate (91) 0.009 (75) < 0.0001
No check-up appointment allocated 42 27 (64) 11 (26)
Would contact the doctor if condition worsens 33 30 (91) 21 (64)
Would not contact the doctor if condition worsens 42 26 (62) 0.004 14 (33) 0.009
Patients with previous experience of treat-  Collaboration between treatment levels Discussion

ment had a greater tendency to contact their
GP if their condition worsened (admissions
57 %, outpatient treatment 40 %, no experi-
ence of treatment 20 %, p = 0.047). Those
who were allocated a check-up appointment
were most likely to make contact if their
condition worsened (59% versus 33 %,
p =0.03). Altogether 53 % of those who had
spoken about the impact of the illness on
their daily lives made contact if their condi-
tion worsened, compared to 27 % of the
others (p = 0.03).

Patient satisfaction

Fifty-six patients with an active GP-patient
relationship (75 %) were moderately/very
satisfied with how they were met by their GP
(Table 3). Thirty-five (47 %) felt that their
GP was an important supporter to a mode-
rate/great degree. Patients who had check-
up appointments allocated, and patients who
had spoken to their GP about the effect of the
illness on their everyday lives, were most
satisfied with their GP and were also most
likely to experience their GP as an important
supporter. The GP’s gender made no signifi-
cant difference with regard to satisfaction or
the support experienced.

The greater the number of consultations,
the more patients were satisfied and thought
that they had received support. The patients
who would contact their GP if their condi-
tion worsened were more satisfied and felt
that they had more support from their
GP than those who stated that they did not
contact their GP when their condition wor-
sened.
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Altogether 63 (85 %) of the patients with an
active GP-patient relationship wanted colla-
boration between the GP and their treatment
providers. Of the 54 patients with previous
experience of treatment for which coopera-
tion with their current GP may have been
relevant, 21 (39 %) had found that there had
been written or spoken communication
between the GP and previous treatment pro-
vider(s). In total 17 had not experienced this
type of communication, and 16 (30 %) did
not know whether any collaboration had
taken place.

Lack of an active GP-patient relationship
Altogether 38 (34 %) of the patients did not
have an active GP-patient relationship. This
included 15 patients who did not have their
own GP according to the study’s definition,
eight who had not spoken to their GP about
their eating disorder in the past year (all the
GPs were aware of the eating disorder), and
15 who had GPs located in another part of
the country. One patient did not state
whether the GP surgery was close to their
place of residence.

Factors such as age, severe underweight
or somatic comorbidity were not decisive in
whether the patient had an active GP-patient
relationship. Those who were financially
provided for were least likely to have an
active GP-patient relationship (39 %),
whereas those on sick leave most frequently
had such a relationship (87 %) (p = 0.045).
Altogether 45 % of the patients who lived
alone or in shared housing lacked an active
GP-patient relationship (p = 0.035).

Two out of three patients had an active GP-
patient relationship, according to our defini-
tion (Box 2). Three out of four of these had
spoken to their GP about their illness more
than twice in the past year. Overall this
means that half of the patients in the study
had spoken about their illness to a GP in
geographical proximity to them more than
twice in the past year (geographical proxi-
mity defined as the patient living suffi-
ciently close to the GP surgery that the GP
can be consulted in case of acute problems
connected to the eating disorder).

Two out of three with an active GP-pa-
tient relationship had spoken about how the
illness affected their everyday lives. Fewer
than half were allocated a check-up appoint-
ment and fewer than half were accustomed
to contacting their GP if their condition
worsened. According to our findings in this
study, the GP was therefore not necessarily
a part of the treatment apparatus, as the
national guidelines indicate (4).

Most of the patients who had used psy-
chopharmaceuticals or were on sick leave
had been to see their doctor more than twice
in the past year. This may indicate that con-
versations over several consultations have
revealed a need for medication or a medical
certificate, or that a wish for a prescription
and a medical certificate can function as an
entry ticket for contact with the GP.

Two out of four patients with an active
GP-patient relationship were satisfied with
how the doctor dealt with their illness.
Fewer than half thought that the GP was an
important supporter. Those who were follo-
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wed up closely and who spoke about the
impact of the illness on their daily lives
scored highest on these variables. This indi-
cates that GPs who monitor their patients
closely and focus on the patient’s daily life
as well as the symptoms of the eating dis-
order may be most successful in bringing the
illness to light in all its aspects. Such an
approach may make the patient feel that they
are being seen, giving them a feeling of
security and thereby a good basis for moti-
vational effort.

This study shows that the patients who
lacked an active GP-patient relationship
were more often financially provided for,
received a work assessment allowance, or
lived alone or with persons who were not
partners or parents. This group is considered
to be particularly exposed to social isolation.
This finding supports previous research, in
which isolation was a risk factor for defici-
ent follow-up of mental illness in the pri-
mary health service (16). It may appear as if
the group that completely falls away from
the GP follow-up process are those who
could have especially benefited from having
the GP as their supporter.

Most of those with an active GP-patient
relationship wanted collaboration between
the treatment levels. However, fewer than
half of those who had previously gone for
treatment reported these types of experien-
ces. We cannot exclude, for example, that
discharge summaries are sent to the GP
without the patient having been made aware
of this. Researchers emphasise the impor-
tance of interdisciplinary cooperation to
ensure quality of treatment (17) and to
reduce dropout (18). In our opinion, since
relatively few have experienced such coope-
ration, this shows that the national guide-
lines are not necessarily being followed (4).

Long illness trajectories and several treat-
ment rounds, and the fact that young patients
move frequently, make continuity of GP fol-
low-up and collaboration with second-line
services especially challenging for patients
with eating disorders. The high response rate
in the study and the patients’ wish for colla-
boration between the treatment levels signal
that they want greater involvement on the
part of the GP.

Strengths and weaknesses of the study
The study’s strength is the relatively large
number of patients, which includes both
users and non-users of GP services. The fin-
dings are nuanced because we have clearly
defined «active GP-patient relationship»
and because the questions have exclusively
dealt with consultations in which the eating
disorder is discussed.

The questionnaire was developed based
on the authors’ clinical experiences with this
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patient group from the first as well as the
second-line service, and was tested in a pilot
study. The high response rate (both in terms
of the questionnaire as a whole and each
individual question) may indicate that the
questions were perceived as relevant by pa-
tients. The study thereby provides a picture
of some patients’ experiences of the Norwe-
gian health service as it is organised today.
These experiences can form the basis for
further development of the treatment appa-
ratus for patients with eating disorders.

It is possible that GPs see these patients
more seldom when they are treated in the
specialist health service. However, the study
shows that patients with no experience of
treatment did not have more frequent GP
follow-up.

The study is based only on the patients’
perceptions, based on a quantitative design.
The choice of design limits, for example, the
possibility of understanding and describing
the patient’s overall behavioural pattern.

It is a weakness of the study that the GPs’
experiences are not presented, and that the
questionnaire has not been validated or used
in other studies. The fact that the following
groups are not represented also constitutes a
weakness: patients with a serious eating dis-
order who do not want or are not offered
treatment in a specialist unit, patients with
less serious illness and patients with over-
eating disorders. We therefore do not know
whether the findings in the study can be
generalised to these groups.

We would like to thank Ase Minde, art psycho-
therapist and head of unit at the Outpatient Clinic
for Eating Disorders, Gaustad, Oslo University
Hospital, for her burning commitment, assistance
and support in our research project.
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