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INTRODUCTION

CARED IRELAND is the name used by a support group of parents, siblings and
spouses who are carers of people who suffer from an eating disorder.

It is a voluntary group that communicates to share knowledge but more importantly to
support one another in the face of complex and rarely understood illness. CARED
IRELAND has the benefit of the combined knowledge of over 90 people and their
collective experience of the disorder.

CARED stands for Caring About Recovery from Eating Disorders ("CARED").
The people involved in CARED

1. have firsthand experience of the devastating impact of an eating disorder on
the person with the eating disorder and their families,

2. believe that as a general matter inadequate resources are deployed to the
care of people that suffer from eating disorders,

3. have experience of having to avail of Court intervention in order to obtain life
saving treatment for their loved ones,

4. Have, in some cases, had treatment for their children in the United Kingdom
which takes a toll on all involved.

CARED approaches the submission on the Mental Health Act from the position of
experience of living with and through the difficulties presented by eating disorders.

The submission makes three main points.

The first is the general point in relation to the need to ensure that adequate resources
are deployed to provide for the proper treatment of eating disorders in Ireland. That
is a matter of the deployment of resources rather than of any specific change to the
legislation. However, it goes without saying that whilst legislation is critically
important there must also be resources applied so that patients with mental health
conditions receive suitable treatment.



The second, relates to an interpretation of the Mental Health Act 2001 adopted by the
Mental Health Commission, which requires patients who are over 18 years of age
that need involuntary refeeding to be made a Ward of the High Court.

CARED believes that a person suffering from an eating disorder should not have to
be made a ward of the High Court in order for involuntary refeeding to be
administered.

The third, relates to the role of the carer, whether that be a parent, spouse or sibling
and the lack of resources available to the carer. In particular, for patients over 18
years of age carers do not have a right of access to medical and other information
that is important to assist a carer and the patient to deal with an eating disorder. The
lack of access to information is a major impediment to the ability of a carer to care for
a person with an eating disorder. This is particularly so where due to a lack of
resources for in-patient treatment the vast majority of patients are cared for at home.

CARED believe that in eating disorder cases a carer should be included as part of
the treatment team so that they have access to relevant information and to be
consulted in order to assist in the treatment and recovery of a patient with an eating
disorder.

Coercive refeeding and the Ward of Court Order

It is understood that Anorexia Nervosa is recognized as a mental disorder under the
Mental Health Act 2001. If there is any doubt as to whether or not it is so recognized
CARED submit that it should be made clear that it is a mental disorder.

Involuntary refeeding including nasogastric feeding is a recognized treatment under
the Mental Health Act 2001 for children aged under 18. For children aged under 18
they do not have to be made a Ward of the High Court for involuntary refeeding to be
undertaken.

For a patient aged 18 or over involuntary refeeding can only be undertaken where the
patient is made a Ward of the High Court.

It is understood that this is due to an interpretation of the existing legislation by the
Mental Health Commission ("MHC") and its rules on restraint. It appears that the
MHC rules on restraint state that an act of restraint is only permitted if the patient is at
"Immediate threat of serious harm to self or others." However, it is the case that an
acutely ill patient with, for example, psychosis can be restrained to allow for treatment
including the use of medication. It may be the case that the MHC could revise their
policies on restraint to allow adult patients with Anorexia Nervosa to receive
necessary treatment.

CARED submits that the Mental Health Act 2001 should be amended to make it clear
that involuntary refeeding can be administered to patients 18 years of age and over
where it is clinically appropriate to do so. This would avoid any ambiguity in the
interpretation of policies by MHC or any other relevant body.



In countries such as the England, Scotland, Wales, Australia and New Zealand, a
patient can receive re-feeding as part of their treatment under their Mental Health
Acts without the patient being made a Ward of Court. The position should be the
same in Ireland.

Although the submission is on a relatively net point its importance should not be
underestimated. The following factors should be taken into consideration in support
of the submission to make appropriate changes to the legislation so that there is no
uncertainty as to its applicability: -

1

Involuntary refeeding, including nasogastric feeding is, in the experience of
CARED, a regular treatment intervention for patients with Anorexia
Nervosa.

It is only administered in the most serious of cases of severe
malnourishment. It is critical that where it is required it is done quickly.

In most cases malnourishment has had wider effects on the patient such
that they suffer from physical difficulties such as irregular heart patterns
and or blood pressure problems. Without exaggeration parents have seen
children (whether under or over 18) stop eating such that without
intervention they would die.

Mental capacity is severally impaired due to, amongst other things,
malnourishment.

Refeeding can be required on an extremely urgent basis due to the rapid
onset of the issues at 3 & 4 above. Early intervention is vital and there are
serious risks that arise from any delay. These include refeeding syndrome.

An application to have a patient made a Ward of the High Court takes time
to get the appropriate paperwork together and for the application to be
made. Although this can be done quickly CARED has knowledge of cases
where it has taken up to two weeks for such an application to be made.
This is too long and the health and well being of the patient rapidly
deteriorates in that time.

Medical professionals whose expertise ought to be deployed in treating
patients have to make reports to court all of which take time and distract
from the treatment of patients.

Being made a Ward of the High Court is a traumatic experience for parents
and carers of patients (it should be noted that the judges dealing with the
cases and the court officials have been very accommodating and
supportive). To illustrate the personal experiences of some parents a
summary of the details of access to treatment is set out at Exhibit 1. It has
been anonymized to preserve the confidentiality of the patient and their
families.



9 For patients the Ward of Court Order is a serious measure indicating that
they have lost mental capacity with consequential losses of autonomous
rights. At a very simple level a bank account cannot be operated by such a
patient.

10 At a very simple level a person who is receiving involuntary refeeding at
age 17 can do so without being made a Ward of the High Court, the
moment they turn 18 as matters currently stand, they must be made a
Ward of the High Court to continue with the same treatment.

11 CARED recognize and is grateful for the intervention of the Court in cases
where that intervention has been necessary. Regrettably it remains the
position that a Ward of Court application is sometimes necessary to obtain
appropriate treatment whether in Ireland or in a neighboring jurisdiction.
Ideally, appropriate specialist treatment would be available in Ireland so
that the use of the Ward of Court system would be less prevalent.

Carers access to medical information and to be consulted for patients 18 years
of age or over.

CARED submits that carers should be allowed access to medical information and to
discuss in detail the treatment of patients with an eating disorder. There may be
some limitations on certain psychiatric related information where necessary but it is
extraordinary that carers are looking after patients with an extremely serious eating
disorder yet they can't have access to medical information and are not treated as part
of the treatment team.

Many patients with an eating disorder live in a family setting yet the family are not
consulted about, kept informed of or entitled to access medical information or
treatment. This is an enormous burden for carers to carry and one that can and must
change.

Conclusion

This submission recommends important and relatively simple changes to the Mental
Health Act 2001 that would (i) allow patients 18 years and over who suffer from
eating disorders to be treated with involuntary refeeding treatments without the need
for the patient to be made a Ward of the High Court, and (ii) allow carers to access
medical and treatment information. This would provide for the same level of
treatment for patients aged under 18. In relation to the Ward of Court process the
recommended change would bring medical practice and legislation into line with that
administered in the UK, Australia and New Zealand. These changes would make
matters for patients and for their parents and carers more manageable in what is a
very difficult, stressful and traumatic time.

Another aim of the submission is to urge all relevant stakeholders to ensure that

adequate resources are deployed to the treatment of patients with mental health
disorders to include eating disorders. The experience of parents and carers is that
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the resources available in Ireland to treat patients with eating disorders are
inadequate and it is submitted that the legislation should ensure that adequate
treatment is provided so that patients have at least the best chance available to them
to obtain the care and treatment that they so desperately need. The use of
mandatory care plans and the provision of suitable treatments are all just small parts
of a multi-disciplinary approach that is needed.

The people involved with CARED make this submission from the perspective of
parents and carers of their loved ones that are experiencing a severe illness. Their
only objective is to support the patients and be advocates for them as best they can.
If there is any further information that is of assistance to the changes to the
legislation, please let us know.

CARED IRELAND

9 April 2021



EXHIBIT 1
PERSONAL STORY 1

My daughter has had severe and enduring Eating Disorder (ED) Anorexia
for the past 9 years, she is now in her mid-twenties. She initially attended
CAMHS where she was discharged at 18 years of age in to the community,
while still very unwell and where there were no specific ED services,
appropriately trained clinical or nursing staff or back up supports,

thus her relapse was inevitable.

As we had access to private health insurance she attended St Patricks
and St. John of Gods ED private physiatrist hospitals in Dublin, when
again she was discharged while unwell after the specified 12 week
treatment programmes. Again there were no specific ED services in our
local area and this resulted in our daughters relapse, nearly dying on
numerous occasions and her spending long periods of time in the local
Regional Hospital in a general ward while receiving nasal-gastric
feeding to keep her alive but with no specific or appropriate

physiatrist treatment.

After a period of more than six months languishing in the local
Regional Hospital and unable to come off the nose tube feeding, |
pleaded to get her to London for treatment, this was one of the worst
experiences in this long saga of disasters and HSE neglect of our
daughter. Our family effort to get her Medical Treatment Abroad was
met with much resistance from the treating clinicians at the time and
| had to organise for this treatment myself without any medical
assistance or advice. Eventually the clinicians treating my daughter
in the local Regional Hospital did reluctantly sign the paper work
which allowed us to take my daughter for appropriate treatment at a
specialist ED unit in London. Within a day in the London specialist ED
unit my daughter was off the nasal-gastric feeding and receiving
specialist ED physiatrist input.

While our daughter did make good progress in the UK she again was
discharged home without sufficient back up or treatment. Itis a
constant effort by me and my husband to support our daughter at the
moment (we also have another daughter with profound disabilities) and
at a great financial cost to the family to ensure that our daughter

now gets some specialist treatment at home. Our daughter is now
relatively stable but requires huge support at home, including

dietician and therapy treatment, which we pay for ourselves weekly.

If our daughter had been made a ward of court, the same as other
children in similar circumstances, we may have had the proper
specialist intervention by ruling from the court provided to us that

may have allowed for our daughter to remain at home with specialist
supports provided in the local area. This may have prevented the cycle
of failure and lost years of my daughter’s life and great family distress.
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If there were the appropriate professional expertise, services and
treatment for people with Eating Disorder (ED) my family and my
daughter would not have had to suffer the many ordeals that we have
been through and are still experiencing. | believe that the draft
legislation to Update the Mental Health Act, 2001 should ensure that
people with Eating Disorders have the right to appropriate
professional treatment, services and resources in Ireland are urgently
required in this regard. The draft legislation to Update the Mental
Health Act, 2001 should review the definition of Eating Disorder and
how people with Eating Disorder are cared for in Ireland by the HSE
the body tasked with their care.



PERSONAL STORY 2

Our daughter was admitted to CAMHS as an inpatient in 2017, 9 months before her
18" Birthday. Whilst there, she was sectioned under the mental health act and was
NG fed against her will. Just before her 18" birthday she was discharged to minimal
outpatient services and stopped eating fully within a month of discharge.

She was admitted to the local psychiatric hospital where she was held until we could
get her transferred to St Patricks hospital under our health insurance. She spent 3
months there but continued to get worse, she was brought to A&E (St James’s) with
chest pains in early 2019, she refused all nutrition whilst there. The doctors could not
feed her against her will and her illness prevented her from being able to accept
nutrition. The Doctors, Legal team and ourselves agreed that she had to be fed to
save her life and as a result we applied for a ward of court.

It took almost 2 weeks for the Ward of court to be set up and during this time she
deteriorated so much.

She was in constant pain and lost the ability to walk. 2 years later she is still not
walking despite having physiotherapy throughout this time.

As soon as she was made Ward of Court, she was given nutrition. The ‘Ward of
Court’ process was a difficult one compared to when she was under 18 and
sectioned. As a ward however she was given the chance to go to the UK for
treatment in a specialised Eating disorder hospital that administered her feeds via an
NG. There was nothing in Ireland that could offer this essential treatment. She is
currently over 2 years in the UK and is making progress.

| would like to request that patients over 18 can be sectioned using the same or a
similar process that applies to adolescents (under 18). This is where NG feeding (with
restraint if required) can be utilized in urgent cases. This option is available in the
U.K. The ward of court is effective, but it takes away all rights from the patient when
in reality eating disorder sufferers lack capacity only toward their nutrition. In most
cases, they are very capable in all other respects. The one distinct advantage that
the Ward of court does offer however is that it does provide access to services that
would otherwise not be accessible for the patient i.e. where transfer to the U.K. is
required because basic eating disorder services are not available in Ireland.



PERSONAL STORY 3

My daughter entered a general hospital in late 2017 severely malnourished due to
anorexia nervosa. She was made a ward of court in Jan '18 as she was refusing NG
feeding in the belief that she was not critically ill and could die. She remained in
hospital until May '18 and was then transferred to St John of Gods Hospital for an
eating disorder program. This only lasts three months and she had to be sent back to
the general hospital for NG feeding again. She was discharged into the community
services in Oct “18 still under ward of court which ensured that she was given all the
supports required ie. dietician, psychologist and psychiatrist. She had to remain a
ward of court due to the possibility of NG feeding being needed if she was readmitted
to hospital. The ward of court was lifted in late 2019 and she continues to receive
therapy in the community.

PERSONAL STORY 4

My daughter was admitted to a children's hospital aged 11 having stopped eating.
She was diagnosed as having anorexia nervosa and she had heart and other
physical problems. The onset of the condition was extremely rapid. Until the date of
admission through the emergency department of a children's hospital no effective
medical support was forthcoming or available. As parents we knew what was
happening, but nothing was done until she was extremely unwell mentally and
physically. After a few days in hospital she was fed at night while she slept with a NG
system. She could only be fed while she slept as she would break the feeding
system when it was done when she was awake. When some weight was re-gained
she was slowly released to be cared for in the family setting. She is unreceptive to
treatment and 5 years later although she has not been re-admitted to hospital, she
has had no real progress in dealing with her condition. The medical resources are
not there to deal with the eating disorder.



