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1. Summary
1. Overall Findings

» Overall findings suggest that not enough is beingahe at present to address the needs of men with
eating disorders.

* Whilst there is considerable overlap between men a@nwomen in the causes of their eating
disorders, the treatment and outcomes, much is bad®n small studies and there has been little
exploration of the specific treatment needs of men.

* There are clear problems with access to service®rfmen

2. Incidence and Prevalence

» Estimates of the numbers of men in the population ith eating disorders varies with the criteria
adopted and is between 1:6 and 1:20 The most commonly used proxy is 10% of all case$
eating disorders will be male.

» Itis estimated that 60,000 - 90,000 people known tlinics have eating disorders at any one time in
the UK.? This suggests that between 6,000 — 9,000 men ay ame time should be known in eating
disorders services in the UK. Community studies inidate a far higher prevalence of eating
disorders, so this is likely to be an underestimate

» This suggests that in a health district of 500,00@pproximately 4 new cases of anorexia and 6
cases of bulimia will be male each year, with appsimately 1 man each year requiring in patient
admission.?

» Gender and sexuality are significant factors. Mosét risk are heterosexual women, then gay men
then gay women then heterosexual men. The overwhahg majority of those with eating
disorders are heterosexual womer.

«  Approximately 20% of men with eating disorders idetify as gay’ double the estimated
proportion of gay men in the population.

» The reasons for these divergences in gender and sakty are debatable.
3. Routes into the Disorders

» There is considerable overlap between the risk faots and the age of onset in men and women,
typically in the late teens. There are however soensignificant differences.

» Asthere is less cultural endorsement for slimming@mongst men, the onset of eating disorders
usually has a specific trigger. These includé:

Avoiding childhood bullying/teasing for being overveight
Body building/Exercise

Specific occupations including involvemeiin athletics




* Women are more concerned with body weight, men witbody shape and muscles.
4. Accessing Services

» There are clear indications that the general lack forecognition of eating disorders in men makes it
more difficult for men to access services.

» Cultural expectations make it harder for men to reognise in themselves that they have an eating
disorder and to seek help. The mean time it took en in the study to get help was 6 years, two
men had taken 14 years to have their problems recagged.

» Their disorders are less likely to be recognised ahdiagnosed by professionals, including GPs and
psychiatrists.

* Weight loss is more likely to be attributed by therselves and health professionals, to physical
causes rather than to psychological ones.

« Even when men seek help they can encounter disbélfeom health professionals.

» The length of time taken to recognise the disordeiis for some men leading to treatment in later
life, when the eating disorder has already becomestablished.

» Interviews suggest that the macho culture associatevith being men make it more difficult to
discuss eating disorders with peers.

5. Appropriateness of Treatments

* Findings suggest that access to a specialist seevignd the level of skill, empathy and
understanding shown by the practitioner was more irportant than the gender of the practitioner.

» Service providers felt that some men were inhibitedrom joining groups (in both statutory and
self-help groups) by the preponderance of women.

* The majority of men interviewed felt that many of their issues were the same as those for women
and that there was inadequate and patchy service pvision for both genders.

* A minority felt that their problems were substantially different.
« Most service providers had not considered offeringervices targeted specifically at men.

« Only one specialist service was identified - a graufor men operated within an eating disorders
unit in Newcastle.

» Evaluation of the Newcastle group indicated that itvas well received and seen as helpful by the

men taking part. It had not required a vast investnent of resources to achieve.

* There is a lack of information about the potentialbenefits of a specific programme for men as
eating disorders work with men is still in an exploatory stage. Further investigation is needed
about the most appropriate way to offer provision pecifically for men.

* The EDA offers male helpline workers and male conts.

« Of all EDA helpline calls received in 3 randomly skected months, approximately 10% referred to
male sufferers. This is in keeping with the incidece and prevalence figures and higher than the



percentage of men using most specialist serviceshis might indicate that helplines are more
accessible to men and their friends/relatives thaspecialist services with a referral system.

Service providers wanted:

* An awareness campaign amongst men, particularly thge involved in body building and exercise
and work targeted specifically at recognition by GB in primary care, parents and teachers and
colleges including student unions and health centse

Men wanted:

* More information about eating disorders.

* To be able to contact/ talk to other men with eatig disorders.

« An awareness campaign in the gay male community.



2. Introduction

Eating Disorders Association (EDA) is a nationahity, which provides information, help and support
people whose lives are affected by eating disord&he head office of the charity is in Norwichotigh
local services are co-ordinated through a netwérotunteers in each area.

EDA as part of its strategic work, is interesteexploring the needs of minority groups with eating
disorders whose needs are not always recognisBéd Eommissioned this study to look at men as @ine
these groups. The review was carried out by seweeahs. These included a limited literature review,
interviews with a group of specialist providers gested by EDA and telephone interviews with mei wit
eating disorders, drawn from the membership o8bé and from men who contacted the EDA following
publicity about men with eating disorders.

1. Background - Literature Review

Defining Eating Disorders

There are three main types of eating disorder:etamnervosa, bulimia nervosa and binge eatingdéso
The definitions that follow are based on definigdn a review conducted by the Health Advisory &rv

(HAS)’

Anorexia nervosa is characterised by a profounfdrséliced starvation, marked weight loss, cessaifon
menstrual periods in women, a distorted body inmgefear of fatness.

Bulimia nervosa is characterised by constant dietiith episodes of binge eating, followed by puggin
with self induced vomiting, laxative abuse, or both

Binge eating disorder describes episodes of biafjagsimilar to bulimia nervosa but without purgin
behaviour although there may be periods of starmaietween the binges.

Variants of these three disorders exist, and pecgalemove between the three conditions.

Determining the extent of the problem in men
Incidence.

There is considerable variation in the figures giiredifferent studies for both the incidence and
prevalence of eating disorders. This study hag geiaharily with anorexia nervosa and bulimia nesaon
adult males and not with binge eating disorder.seh@nge from the percentages in Hoek's studyeof th
community in Holland which would indicate that 5000 people in the UKat any one time suffer from
eating disorders to the figures from specialistises compiled by the Royal College of Psychiagrist
Another study estimated that 0.5% of males suffenfeating disorders. The figures given below are f
adult males:

Prevalence

There is variation in the percentage of males edéhto be suffering from eating disorders.
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The Royal College of Psychiatrists suggest thaptiiet prevalence for anorexia nervosa and bulimia
nervosa in the UK in total, is 60,000 people (whiehies according to the diagnostic criteria addpsnd
of whom an estimated 10% will be mefihis is based on clinic studies and is likely éoam underestimate.

Whilst some specialist services estimate the pésigenas high as 20% in specialist services, the mor
commonly cited figures are about 10% for commuhéaged epidemiological studies and between 5% and
15% for clinic based ratid$.There was no consensus on the ratio in child/adete services and this

could bear further investigation.

In some studies men had been specifically exclimeduse of their small numbers
Age of Onset

Eating disorders generally are most commonly requbit develop between the ages of 15 and 25 yHaes.
literature suggests that this is the same for malesever diagnoses and treatment take longerdmsac

Some recent literature and anecdotal evidence stgytigat eating disorders are on the increase ashong
men and in particular young men, but this is hardubstantiate without good baseline data.

Diagnosis and features of eating disorders in men

Overall there was not a great deal of differengoreed in the literature between men and womehen t
outcomes and their treatment. The different cotitns of maleness and femaleness in the sodty d
however, have a significant impact on some aspddtse disorders including vulnerability factorsdaheir
access to services.

The literature made the point that it is diffictdtisolate the relative influence of the socio-ardt and
biomedical factors in the aetiology and maintenasfade particular disorder.

Anderson has also noted that the number and sdagiedies, which deal with men and eating disordees
small although increasing so there remain a nurabareas of uncertainty.

Vulnerability factors and triggers to the disorder
There were some significant differences between amghwomen
» A predisposing factor was being fat or picked oadool for boys/men.

» Whilst men who became anorexic after feeling theyenfat actually were 15% over ideal bodyweight,
women thought that they were fat at 90% of idealyweeight. So men actually were overweight when
they thought they were.

« One route in for men is through exercise and boilgimg. This is consistent with the overall pictupf
the differences between men’s and women'’s viewstadt is they think is significant. In the general
health literature women have been shown to be mameerned with controlling their food intake and
men with exercise (Lloyd 1996).

« Particular professions were also more at risk augcjpckeys, body builders, and athletes. A study
quoted by Anderson of the Canadian army and naewet a high rate of eating disorders amongst
men where physical fithess was a priority. For gx@mnamongst the 4,800 men surveyed there was a
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prevalence of 2.5% for anorexia, 6.6% for bulimia &0.85% for Eating Disorders Not Otherwise
Specified (EDNOS). Use of laxatives, diureticgtdgiills, vomiting, and fasting for standards irased
during the body measurement and fitness perigds.

» Conflict over gender identity or over sexual oraitn may precipitate the development of eating
disorders in males.

* Young men may be more vulnerable, the typical dgmeet for both genders is during adolescence.
* Men with eating disorders are more likely to hale®hol related co morbid conditions than women

* More men with eating disorders were more likelypéoHIV+.

Gay men

» The average frequency of gay orientation in maligls @ating disorders is approximately 21%.

» Gay men were a significant subgroup of men accgssnvices with eating disorders.

* Whilst homosexuality in males was a vulnerabilagtbr, in women it appeared to be a protectiveofact
against developing an eating disorder.

Causes

There are a number of possible causes for therdiftees between the ratio of men and women.

There is no overall consensus in the literatur¢éherreasons for the different ratios, but therebieen

exploration of the socio-cultural context for thevdlopment of eating disorders which suggeststiieat

lower number might be associated with less socltnal reinforcement for slimming amongst men.

Recent research has shown that people with eathogders, both male and female have similar

personalities and symptoms except that men seem aohiievement orientated and show more sexual

anxiety.

Access to Services

» There is evidence that access to and take up wtesrmay be different, both because of the Idck o
awareness of health professionals and the diffichlt men themselves experience in recognising tha

they might have an eating disorder.

« There is a difficulty with professionals diagnosiafing disorders in men. Cessation of menstruaion
used as a diagnostic tool by clinicians for an@edrvosa, there is little that is analogous witlas.

« Binge eating may go unrecognised in men.

« Diagnosis can be confusing as the terms used t@sxgonflicts about shape and size by men are ofte
different from those used by women, and which msifenals would recognise as a vulnerability factor.

Treatment®®
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Treatment is basically reported in the literaturé¢ the same for either gender - restoring normal
bodyweight, interrupting abnormal behaviour, tregtto morbid conditions, persuading patients tokhi
differently about the value of weight loss/shaparde.

However, Anderson points out that males have dpeelavith social learning pattern, societal role and
genetic patterns that differ from women and suggtbstt while the major goal of clinicians is to airg
gender neutral practices for treatment of eatiisgrdiers, some aspects of treatment call for a gende
specific approach. He also suggests that thermangy areas where the impact of eating disordensailes
is under researched.

Particular points made are:-

» Itis helpful to have more than one man in a progre

» Itis useful to explore individual aetiology ratithan follow a norm

* In general the more ill the person, the less gerelated their treatment

» Anderson reports that men appear to do well inparsge group for some of the time.

* The hormonal reproductive milieu of males is diffierto women, testosterone levels need to be
monitored and noted.

Outcomes®

Outcomes are generally reported in the literatarfeet the same for men and women

once treatment takes place. The literature ig tieavever that eating disorders are easier to tnetheir
early stages before a pattern becomes establi€mexe: anorectic or bulimic thinking and behaviour
patterns have become entrenched, the patient p@asrar prognosis. The problems with access tacesv
experienced by men, may affect their outcomes aokbpg their treatment.
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4. Data from Interviews with Service Providers
Telephone Interviews and e mail questionnaire witlService Providers
Method

EDA supplied a list of professionals working in sjadist eating disorder services across the UKtaede
were contacted (four responded). In addition, telblselp group co-ordinators /facilitators were
interviewed and two professionals, who were suggkeBy other interviewees and who run a specialist
group for men with eating disorders in Newcastlsofall the specialist service providers in Londzgre
e mailed with a set of questions, two of theseaordpd. A list of professionals who responded aed th
schedule of questions is appended.

Many of the themes from the literature review oapped with those of the professionals interviewsd a
the men with eating disorders.

Profile of Professionals

The statutory professionals interviewed and resjgnid the questionnaire worked in a range of spisti
services providing various treatment approachesdatchment population. These included community
based treatment, hospital outpatient treatmentjcakservices and in some cases in patient servigkst

of the statutory services were provided on a dapéient basis and offered therapies including eig
management, family, individual and group therapgdioation, a day programme and some would also see
people at home. One of the professionals also ks in providing advice and support to mentailtne
services and training and advice to mental heatttkers, There was a geographical spread of prowider
with a concentration in London and the surroundiren but including Newcastle, Bristol, Gloucestiesh
and Scotland.

There were however significant differences betwerphilosophy and practice in responding serviEes.
example, some were significantly more geared tow&ehting the disorders with medication and weight
control whilst others offered a larger compondmiyschotherapeutic and psychosocial interventions.
Statutory services received the majority of theferrals through GPs and this was an area of ceratite
concern. The two EDA self help group co-ordinatfasilitators worked in local groups and were itweal
with running a helpline and self help groups.

Determining the numbers of men with eating disordes using services

All professionals were asked how many men had tlssidservice in the last year and about their aler
impressions of the extent of the problem. Theofeihg points were made: -

Male referrals were patchy and on the whole, lotlvan the figures given in the literature.

There was variation in the number of men reportegdrofessionals to be using services but services
reported a figure between 5% and 10%. Most ses\a@gperienced a male referral rate closer to 5&ven
lower.

This suggests that men are still experiencing sidigant problems in accessing services

One of the factors identified by practitioners Hesaing access to services, was the amount ofigtibthat
the issues had received . For example, cliniciansived more referrals when there was publicityudbo
men and eating disorders. In Scotland three médereds had taken place a short time after théai$in had
been on TV.This suggests that ongoing publicity is needed taise awareness of eating disorders and
their treatment amongst men.
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The following are examples of the numbers quotedrfale service referrals (either self referrallootigh
a GP).

In Gloucestershire, during the last year, no medtdescents had been admitted to the adolescendwinitf
3 admissions overall. Out of a total of 6 ECR a#iains, there had been 1 male admission.

In Bristol, the estimated referral rate was 1:18f@n during the previous year.

At the Royal Free Hospital, out of 250 referralgear, approximately 5% are male (normally 50 mefier
would be needed to provide a specialist service).
Between January and June 1999, there had beerefeéd€ais to the service of whom 5 were men.

A number of practitioners commented on the unbditg of figures for eating disorders as a whaed

that community studies indicate that overall 90%edple with eating disorders were untreated anthire

in the community.Clinicians repeatedly made the point that the stsidivhich deal with men are generally
on a small scale.

Gay men and service use

Three of the practitioners noted a significant aggmn with homosexuality amongst men with eating
disorders in their services. One in Inner Londdimested that between 30% and 40% of the male users
were gay. Most services did not routinely colidata on this.

Accessing Self Help Groups

Men were reported to access helplines and oneddelp but found groups more difficult to accessss.

Publicity and demand

All agreed that there was a lack of images of méh eating disorders and a lack of publicity abthet
issues. When there is publicity about the issueemuen come forward. For example, when one of the
professionals interviewed carried out a televisidarview for Scottish TV about men and eating digos,
he received three male referrals shortly afterwards

Self help groups
The Luton self help group said that they had arfgn on their books but it was rare that they came t
groups, they mainly accessed one to one counselihgr the last year, they had seen four men tivera

the context of 30-40 clients a week.

They thought that having a male counsellor avadlaibight increase the number of men coming forward.
Similarly they tried to target their publicity tbe whole community.
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Routes into the Disorder - Specific Triggers and Vimerability Factors

Most of the clinicians had found few differenceghie vulnerability factors for men and women. Times
that were noted were:

Three of the clinicians reported that men were nierested in body shape and body tone than only i
weight per se. They also noted that the routeanteating disorder had been through exercise and
bodybuilding.

Shame

More shame was seen as being attached to haviegtany disorder for men, as it was seen as beindas
with the cultural construction of being a man.

Access to Services
Lack of diagnosis and recognition in Primary Care

Accurate diagnosis and recognition and appropreferral from primary care was an area of concerrafi
the specialist service providers interviewed.

One professional commente@GPs are referring late, they have stereotypes lod wevelops eating
disorders and that is middle class girls’

Most of the professionals felt that more publicitgs needed to raise awareness in particular amongst
primary care. One of the problems seemed to belhbatigns GP’s looked for, for example, lack of
menstruation, was not present in men. One commeh#dsPs were unlikely to ask about loss of early
morning erections as an indication of an eatingrdier, whilst they would ask about cessation of
menstruation.

There was a concern that the lack of recogniticam@imary care level meant that in some cases,weee
being seen at a later stage in their illness thamen and when they were often more ill and a patiad
become established.

For example, in Bristol of four men using servigesa one year period, all had been admitted taairept
services.

All the services felt that there was a need tceraiwareness of the issue in general practice.

Men more reluctant to seek help

Professionals reported that they experienced neainlg it later to seek help, often until a familgmber or
friend got significantly worried or it significaptinterfered with their life. As one clinician conemted

‘Work with men with eating disorders is where wométh eating disorders were 20 years ago, and & ha
to catch up.’

Gearing Services to Men



12

Gender specific provision

In the course of the study only one specialistiseraimed at men was identified in Newcastle. Gtieer
services offered a mixed service with a minorityradle patients. Two of the providers also reported
offering a choice of gender of practitioner whergpessible. The reasons for not offering a spesiirvice
were reported as the small number of men who asedces and also doubts as to the necessity and
efficacy of this in terms of improving treatmenttcames.

Gender of practitioner

The majority of the staff working in eating disord&services were reported to be female. For exanapl
The Royal Free Hospital, there are 25 staff membieof whom are men. The clinicians did not think
however, that this had presented a barrier to gpjate treatment.

Overall the providers did not report the gendethefpractitioner as that important whilst the saiid
knowledge of the practitioner and relationship ween as crucial.

Specialist services for men

The small numbers of men who come to services rtiesrextra effort is needed to provide a service
specifically for men within the context of a largervice. For example, if a service is to be predglithen it
would have to be prioritised and include men whad been referred over a period of time. A descriptid
the specialist work in Newcastle is appended.

The two workers interviewed from this service rdisiee following general issues —

» there is insufficient research on the differencetsvieen men and women and eating disorders

» there is insufficient knowledge about the therajpgutocess with men and how it might differ from
women

» there is insufficient knowledge about the therajpegdals for men.

Group work

The small numbers of men using services at anytioreemeant that several clinicians reported they th

had had one man in a predominantly female grouprétvere mixed reports about the involvement of men
in predominantly female groups. Some cliniciansorég that this worked well whilst others thoudtwttit
was problematic.

Both the self help group co-ordinators had expeeemne man in a group at various times and haddnix
accounts of this. Men were reported to be usinmselling lines and one to one counselling mora tha
group work, possibly because of their relativeatioh within a group.
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5. Data from Interviews with men with eating disorcers

Telephone Interviews with Men with Eating Disorders

Many of the themes raised by the men with eatisgrdiers echoed the points raised by the literaguiew
and the professionals working with men with eatligprders. All the men felt that a great more eekeid
be done to raise awareness of the issue amongsamdewithin the wider community. They had all
experienced some degree of difficulty in recogmjsand coming to terms with having had an eating
disorder as a male.

Method

All the male members of EDA (approximately 45) weomtacted to ask if they were willing to give a
telephone interview and asked to return a slipfire@post envelope.  Several other men cameaiahas
a result of the publicity that EDA conducted abmen with eating disorders, and who were not neciyssa
members of EDA.

10 men agreed to be interviewed and of these,wére interviewed by telephone,

Profile of respondents

Respondents were from different geographical looataround the UK although none were living in
Scotland or Northern Ireland. The men ranged ftioose in employment to those dependent on benefits
and from those leading an active social life tosstharho were socially isolated. Whilst three of rifen
(including the two young men in the sample ) sagnikelves as relatively recovered, others feltttieit
eating disorders were always present, if held uodatrol.

Ages of respondents

Two respondents were under 20 (17 and 19 years old)

Five respondents were between 30-40 years

Two respondents were between 40-45 years

Sexuality

Four of the men self identified as gay.

Types of Disorder

Most of the men had experienced both anorexia atichia nervosa at different times, but three ofnthe
reported anorexia alone. The older men in the &imgd all experienced several episodes of eating
disorders over a period of years, which came ant weseverity. One of the younger men in the damp
reported that his eating disorder had cleared tgy dfio and a half years.

Age at first eating disorder

All but one of the men said that they first develdan eating disorder when they were in their teiartsvo
cases, as young as 10 years. In some cases i tpedrs or more for this to be recognised.
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Routes into the disorders - Specific triggers andulnerability factors

Childhood obesity and teasing/bullying

The majority of the men reported that their eatiigprders had started in their school years whewn were
fat and called names. Several reported being sveverweight in their younger years for a variety
reasons to do with low self esteem, crises at hdliffeggulties with coming to terms with themselvézr
example, one man was 10 stone at 10 years andwas @ 'diet’ by the school. This led to him eatm
his own and being teased.

Being overweight led to them being bullied and ¢eband isolated at school and they began to logghtve
to become more popular. It is interesting thatghg men in the sample experienced this cycle dsawe
that their eating disorders preceded their conscimvolvement with the gay community.

Asthe number of obese boys growsin the population, the possibility of thisleading to eating disorders
needs to be raised with teachers and schools and parents.

Exercise/body building

Another route into eating disorders was throughr@sge. One of the men reported becoming obsesgbd wi
exercise as well as limiting his food intake.Hedme obsessed by going to the gym and cycling. For
several of the men this went alongside a patteeathg disorders that had already become establish

This suggests that it might be useful for servicesto target men who are involved in these activities.
Being gay

The particular pressures in the gay male commuaihave the 'body beautiful' and be slim in ordegét a
partner was mentioned by all four gay men.

‘The scene can be a real meat market.'

One of the men talked explicitly about the diffibess he had in coming to terms with his sexualgtyaa
believing Christian and felt this had been a trigge his eating disordersSome of the other gay men
talked about the conflicts they had experiencednwyloeinger It was felt to be a bigger problem in the gay
male community than has been acknowledged and asheame men', throwing up' as weight control
measure had become a normal way of life.

Eating Disorders as a way of coping with life streses

One man commented that most men turn to alcohotamngs as a method for coping but that for some me
an eating disorder is a way of coping with lifeesses. Four of the older men had experienceddgssaf
eating disorders throughout their lives, in relatio loss of a partner, illness of a parent, retethip
breakdown, change of job, stresses of a PhD etc.

One man said that whilst he was in a relationshipfelt able to maintain a healthy lifestyle. Wi
relationships had broken down, he reacted withreptlisorders. This combined with the social iSolabf
being gay and the lack of recognition of relatioipshreakdown amongst his family had precipitateal th
development of an eating disorder. For another Itiss was the serious illness of his mother.
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Social isolation/change
Social isolation was reported as a factor by mé#t@ men at some point in their lives, which teerscy

surrounding the disorder had compounded. Mogt@hten in the sample had been to college and export
this to be a particularly stressful time when thegiting disorders got worse.

This raises the issue of what assists men to seedg?

It appears that help intervention from an extepgakon, a family member, friend or professionalris
route to seeking help or that the situation becosoesad that the men ended up in hospital.

This raises the question of what can be done torertekat men come to services earlier and undérdhe
volition?

Access to Services

Time it took to recognise an eating disorder and déelp

It took between 1 month and 14 years to get helmfthe services. One man had never sought forn@al he
except for one visit to a doctor. Four of the mad kaken between 9 and 14 years to get help. Haam
length of time was 6 years.

There were two aspects to this, the length of firhad taken men themselves to recognise thathbdya
disorder and the length of time that it had takenvises to recognise the problem. The stereotgpeating
disorders as being something that young girls dgvelffected both the men's own perceptions ansketiod
clinicians.

The experience of this man was not atypical ofntte® who had taken longer to get help.

‘Looking back | can see that | had a problem eveaml was 19 with laxatives and exercise. | had
experienced times of depression since my late tgban friends were settling down.'

In his mid 20s, he lost 2 stone in 3 months andnaeewent into hospital, he was given a barrage of
physical tests. He continued to lose weight.

' | became so weak | could not cycle up hills,Ithbught it must be the bike'
He was finally diagnosed after 6 months of physiests.

'| thought I'm a 25 year old bloke, blokes dont tipés kind of disease.'
Disbelief from professionals

Two men, even when they sought help, experiencéibbudisbelief from professionals, including a
psychiatrist!

Difficulty with peers
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Men also experienced particular difficulty discugstheir iliness with their peers

One young man commented

‘It is more difficult to come forward, you cannairait to your feeling in a macho culture; peoplenthij/ou
are weak and you fear that you are going to lospeet from your friends.'

Severity of disorder

For several of the men the length of time it hdetato access specialist services meant that tieey more
severely ill by the time they had reached servimeswere at a real crisis point.

Things that would help with access to services

Many of the men commented that help and interverftiom an external person such as a family member,
GP, teacher, or friend had helped them to finadlyeas services.

One young man of 19 years old had first developedading disorder at 16. He first talked to histea
who suggested he see the doctor so he went witmdnis.

This suggeststhat it isimportant to target mothers and teachers with publicity as well as men and doctors
in primary care.

How appropriate do men consider service provisiona be?

The men in the sample had experienced the gamagreice provision. Three had experienced in patient
treatment, all had seen a doctor at some poirtif eigthe men had seen a psychiatrist, eight sicadif
mentioned seeing a GP. Others had seen counséllarsiad attended EDA groups, one man had attended
a men's group run by the hospital, another had akerhative therapies such as reflexology and intag

The men were asked about their good and bad exgesef care and identified the following issues:
Access to sympathetic professionals and specialislp

The importance of access to sympathetic profesklianao did not moralise, who knew about eating
disorders and could provide specialist help wastimeed time and time again by the men in the sample
This could prove difficult to realise either becaws geographical location, for example one man in
Nottingham had found it difficult to get specialislp, or because of the reluctance of professioioal
recognise the problem.

One potential case of dangerous practice was figghtiThis was of a local psychiatrist who poireok
refused to accept that one of the men could halmniau
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Importance of a knowledgeable, prompt and sympathét responseby the GP

Whilst some of the men had received a very promgponse from the GP; for example, it was a GP who
identified that there was a problem with one ofybang men when he saw him in town and referredtbim
a child psychiatrist. The lack of recognition bgtGP of the problem or the severity of it and the
consequent time it took to get specialist help, svad#ficulty experiencetby five of the men on at least one
occasion. For one man, it was only when he didseethis normal GP that he finally got referred to
specialist service after 14 years of suffering freemere anorexia and bulimia. By the time he red¢he
specialist service, he was severely ill and it #asfirst time that anyone given him appropriatedioal
checks.

GPs were seen as crucial, both because they afhwiith men on an ongoing basis and becausehthey
the power to make appropriate referrals and alssstee medical certificates.

A clear need was identified to make GPs more awhtlee issue.
Dealing with life issues as well as weight

Whilst specialist expertise was considered impaytfar of the men reported that it was also imaotto
them that the practitioner did not just deal witbight issues and doled out medication. It was heiagff
they took a broader view of life issues and alloweate general exploration of these. They also wdgbe
the weight issues to be viewed in the context eirtlives and problems.

In Patient Treatment

The in patient regime in hospital was describetharsh' and 'like a prison' by two of the men, wrese
eager to leave as soon as possible, although #ieébpéen ill. One described it as 'like prison' rehgu
had to eat everything put in front of you, if yoid dot it was piled up meal after meal.

Two of the men had found themselves being in peigntheir 30s; one spoke about being a middle age
man in a ward with mainly 16 and 17 year old ding felt, that there was a considerable overlapiben
their issues and his.

‘| thought that men did not get eating disordeltscame to me when | was in a psychiatric unitpd@k time
to come to terms with that (he spent 7 monthstinig. He said he experienced the same thoughds an
feelings as the girls, fear of weight gain, contsgcrecy.

This does suggest however, that the length of iiro@n take to get problems recognised can mednrtba
end up dealing with their eating disorders lateirolife after a pattern has been established eratian
having that opportunity when they are younger.
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Gender of practitioner

The men were asked whether they considered theegefithe practitioner to be important. None of the
men considered this to be the most important issexeral said that they found it easier to speak to
woman. Others had experienced good and bad profedsiof both genders and thought that the skdl an
attitude of the professional were far more impdrtaan their gender. For example, one man had @een
male counsellor who he thought was ‘useless' addjbae on to see a female child psychiatrist who he
found was 'brilliant'.

Knowledge of men's issues

Whilst knowledge of men's issues was not considdrednost important issue, being in a group witmme
had given one man in the sample an opportunitxpdoee a wider range of issues to do with masciylini
and self image. Itis logical to assume that axtes sympathetic trained man might be of bewoefisome
occasions and that knowledge about the specifieatiig disorders in men, should be acknowledged as
important by practitioners. For example, some efitien identified issues to do with the differemtes and
ways in which men and women experience adolescanckbodily changes, the pressure to be seen as
strong as a man etc.

Overall the men identified considerable overlapieein the thoughts and feelings that women expesnc
and their own.

Access to Groups/ other men who had experienced e disorders

Two of the men had been involved with EDA groupthdds had either not considered it because they
wanted to put the disorder behind them or did maivk about groups in their area or were wary abioernt
for a variety of reasons, including the likelihoafbeing the only man in the group.

Having contact/access to other men who had expmtkaating disorders was seen as desirable by almos
all of the respondents. One suggestion was an ldistdor men, another a clearly publicised wayhich

EDA could put men in touch with each other.

Three of the men had volunteered to be a contad&@A and one of the men is already involved with/AE
as a male contact.

The gay men highlighted the importance of havinvisible gay male contact.

Only one had experienced any service particulanhed at men (the men’s group in Newcastle). He
reported this as having been very useful for s@tigport and lessening the isolation of the disoréte
keeps in touch with another member of the groupeitween the sessions.

What helped in addition to services?

One man reported that his partner had helped Hot a

Another that he decided to take control over Hiésdfter seeing a programme about people starming i
Somalia, where they had no alternative.

Another had found a group dealing with being gay arChristian invaluable.
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6. Conclusions and Recommendations

There was a great deal of interest from both peidesls and men with eating disorders in taking tdrk
further, a variety of ideas were suggested (sea\el

There was a good deal of overlap between thetitezaeview, the input from clinicians and the men
themselves in what constitutes good practice fan aved women,. There were however, some differences
in the routes into the disorders, the vulnerabftiytors, accessing services and the appropristarfes
treatments.

Masculinity plays a part in the way in which eatttigorders develop and are experienced by mentwhils
overall there is still a great deal that is not\wnaabout the development, treatment and outcomemlas.

There are ongoing problems with men accessingaEsnat an early stage of their disorders.
Recommendations
EDA need greater publicity about men with eatingpdilers and to highlight this issue.

Consideration also needs to be given to the mgebgpiate ways to effect this with different subgps of
men.

Bodybuilders for example, are a significant subgraino develop eating disorders

Eating disorders are a significant issue in themgale community and ways to raise the profile and
understanding of these illnesses needs to be found.

Earlier recognition both by professionals and byirard their friends/family is an important issuéjct
needs to be addressed in schools, universitieprées and in primary care.

Suggestions that were made by professionals and metith eating disorders that the EDA might wish
to consider were:

Including more men's stories in the newsletter pudlicity

Explicitly targeting men in a publicity campaign

Recruiting a man with eating disorders to the Bazrthe EDA (if there is not one already there).
Carrying out a survey in primary care to raise amass amongst primary care practitioners.

Targeting the gay press, running a workshop/trgimimed at the gay male community
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Appendix 1

Aims of the study.

The EDA as part of its development strategy hasnsimsioned this preliminary study to explore the
perspectives of men with eating disorders. EDAgrasiously commissioned and supported research into
the take up and acceptability of provision of tneamt for all people with eating disorders in thateh
Kingdom. As part of its development strategy EDA&ided to look at the needs of groups whose views
have been underrepresented in this field. Thisysiill explore the issues for men with eating didens.

The aims of the study were identified as;

To identify the incidence and prevalence of eatiisprders among men in the UK based on reviews of
existing evidence

To gather information from male service users altoeitaccessibility of services and the acceptsiulit
service provision and factors which might hindeassist their take up of services

To explore with key professionals and those invdlwéth self help groups the current take up of Berv
provision amongst men with eating disorders andtidrehey have identified particular issues in vitogk
with men

To produce a report which will inform discussioroabthe acceptability of current provision for meith
eating disorders and highlight particular issues

After initial discussions a focus emerged for thieton the views of men with eating disorders tkelves.
Although the sample cited in the study is very $nihed data does indicate some directions for furtherk.
A number of other issues emerged in discussiosgethere

How much overlap is there between what constitgtesi practice for women and for men? Can their seed
be clearly differentiated? What information exigkeut men and how reliable is it?



Appendix 2
Interview Schedule with service providers

Looking at needs of men with eating disorders

Contact with men in the last year? Is that typical?

Do they refer themselves/are they referred?

Do men and women seem to have different causdhéareating disorders?
Do men and women present differently?

Do men and women access the service differently?

Are men more reluctant to come forward?

Are there particular issues in treating / workinghwnen with eating disorders?
For example?

Particular ages of men? Sexuality?
Circumstances?

Use particular gender of therapist?

Men able to talk about their difficulties?

Do you take gender into account within servicapithow?
Sense of what the optimum service might look ligkerhen?
Do they know of any services specifically for men?

Do men and women use the service differently?

If so in what ways?

Who do you think you provide the better service ieen or women?
(Outcomes)

22
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Appendix 3
E-mail questionnaire with service providers

| am carrying out this study on behalf of EDA abthé needs of men with eating disorders. The Nation
Eating Disorders Association has commissioned gialineview of the needs of men with eating disnsd
in the UK. They are interested in finding out hdwe heeds of this group are addressed at preseiirt and
identifying ways in which services to men coulditsroved. | am interviewing/ contacting both merhwi
eating disorders who are in contact with the EDA amumber of specialist service providers to gathe
information.

| am e-mailing the specialist service provider&amdon to see whether you would be willing to po®vi
some more information relevant to the study about service. | attach some questions as a guidehathi
would be grateful if you could e-mail back to mg,the (date). Please feel free to add information think
is important or skip parts if they are not relevenyour service. | would of course be interestedny other
information or views you have which you think midd& relevant to the study. If you would prefer peak
to me or have any queries | can be reached on xxxhome and messages), or xxxxx extension xx
(Wednesdays, Thursdays and Fridays.) Thank yoydor help and | look forward to hearing from you.

I.  What kind of services do you provide?
Outpatient?

In patient?

Psychotherapy/counselling

Community based support

Group work

Helpline

2. How big is your service

How many people does it serve ( approximately)

How many male staffiwomen staff work directly witbrvice users in it?

How many people were referred to the service indbeyear? (approx)

How many men were in contact with the service @ltst year? Is that typical?
Do men come themselves/are they referred?

Have you noticed any differences on referrals f@neple

are the men older/younger roughly the same ageeasdmen?

Are their circumstances similar/different? If soafto

To your knowledge what proportion of the men yoe aeeing are gay? Do you provide any specialist
support for them?

Are there any particular issues with referral @i would like to raise?

(For example Do you think that men more reluctartdme forward?)
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Vulnerability Factors

Do they present differently? If so how?
Do men and women in your experience seem to hafferelit vulnerability factors for their eating

disorders?

Treatment

Do you take gender into account within your servitfeso , how?

Are there any particular issues in treating/workivith men with eating disorders?

For example?

Were there particular parts of the service whiclhengsed more heavily by men

Do men take part in group work( if you offer itviawell does that work?

In your experience are there any significant déferes in the outcomes for men and women?

Any differences?

Specialist services for men

Do you know of any services specifically for menhneéating disorders? (Apart from the work in
Newcastle?)

Have you considered offering any particular ser¥ice

Do you have a sense of what the optimum servicéthigk like for men?

Are there any steps you would like to see takethbyEDA/others to improve service provision for rden

Any other comments?



Appendix 4

Interview Checklist (Interviews with men with eating disorders)

About self

How long had an eating disorder? (What kind? Evaht)

When did it first come on? (Anything that broughomn?)

Where looked for help?

How long took to find help?

What needed at the time?

Contact with services over the years? (GP. spetidirvicegself help groups, inpatient treatment)
How well services met needs at those times?

What kind of treatments had for eating disorders?

Was this influenced by gender?

Their views

Anything that would have been useful in the treatiod their eating disorders?
Are the issues different for men and women?

A good experience or a particularly bad experience?

How w6uld they rate the response of services ok&eral

Have they ever been offered a choice of genderadftipioner?

Is this important?

Anything that they think the EDA could do to help?

Anything else would like to say

What kind of treatments had?
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Appendix 5

Example of work with men

(NB Sadly this group closed down in mid 2000)

Since 1997, a group has run in Newcastle, threestifor an 8 week period each time.
The men were recruited from different parts ofdbevice, internally.

14 letters were sent out and 6 responses recatitally.

It ran as a support not a treatment group, run a nurses and a trainee psychologist. The gsafeals
came primarily as men not as professionals so¢heye prepared to discuss issues about masculinity.

Rationale for the group

The social pressures on the male group were seleeirag different from women. Most of the work on
eating disorders has treatment worked out fronfeh®le point of view in the psychology literatutdey
saw the need to think about practice for men wétting disorders. There was no blueprint for a male
group. It was felt that although there was consilller overlap, the issues about sexual confusiorsardal
identity was not the same for men as for womesuds about where men can get support from were also
discussed.

Each group ran for an hour and a half. The memgedves came up with the topics, a sample of these
their own problems, coping strategies, unemploynretdationships, depression, benefits, relaxatom,
body image. The nurses structured part of thetowcover these topics.

The response to the groups was positive althouglattiendance was small. About 3-6 in the firsuigro4-
6 for most of them.

Men said that their trust of the facilitators ahd group increased and their relationships withengroup
developed over time. They also kept in touch oetsifithe group and although initially, the discossi
were superficial, this changed over time and tha mere able to trust each other more.
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