Submission to the Northern Region Eating Disorders Service Pan 2008-2013

From the Eating Disorder Association of NZ (EDANZ) 

Introduction:  EDANZ is a membership based Incorporated Society comprising families of those who suffer an eating disorder.  It was established in 2007 in response to the alarming increase of eating disorders, and the absence of adequate treatment or health support, for either the sufferers, or their families.  All voices in the following comments and submissions are those of parents and caregivers who speak from the experience of having been personally involved in the treatment journey of their loved ones, as well as those who are still anxiously waiting to be seen.

Overall view:  EDANZ members believe that all of the present services, whether inpatient or out-patient, are wholly inadequate, in respect of timeliness, adequacy and post-inpatient follow up.   

Outpatient treatment:    The current waiting time for Eating Disorder (ED) sufferers to be first assessed is unacceptable, and places significant and unreasonable strain on families.   Day programmes are virtually non-existent, notwithstanding that there is sound evidence of the benefits of such a programme, which can usefully be run in conjunction with inpatient treatment programmes.

Inpatient treatment:   There are many more ED sufferers that need to be receiving inpatient care than the handful that have so far been sent to Sydney, where inpatient treatment is currently provided to Auckland’s DHB patients.   The funding issues, family difficulties involved in having a generally young person in Sydney for several months and the reluctance of EDS to recommend inpatient care at an early stage of treatment means that many patients and their families have  endured months, if not years of stress, sadness and difficulty which could have been alleviated by earlier inpatient treatment, and adequate follow-up. Our concern regarding inpatient care comes from personal experience.  Four of our 6 committee members have had children treated in Sydney and while grateful for the treatment are upset it could not have been carried out much closer to home.

The delays in providing inpatient treatment, and inadequacy of a follow-up programme is exacerbating the problems.    Earlier intervention would relieve much of the increasing pressures on the EDS services.   Likewise it would be less costly to society as a whole, in view of the fact that often the earner of a family is obliged to leave their work to care for their family member who suffers the eating disorder.   

We feel strongly that action is needed sooner rather than later and sincerely hope the final version of the draft plan will have a binding timeline of less than 2 years for the introduction of a locally based eating disorder inpatient unit, an integrated day program and a boost in staff levels for the Greenlane based outpatient service.

EDANZ perceives that the ongoing delays in providing the above urgent response is substantially the result of the failure of DHBs in the Auckland and northern regions to reasonably progress the regional plan.  Progress in these areas is critical if the health system is to stay ahead of what appears to be a burgeoning problem.

EDANZ submits, :- 

1.
That inpatient care and an attached day program for older adolescents and adults in the Auckland region is a “must” to be established as a high priority.   As an immediate step, dedicated ED beds and staff are urgently needed at Starship hospital for younger sufferers. ( 15yrs and below).

2. That the waiting lists currently being experienced at the Eating Disorder Service at Greenlane hospital are totally unacceptable. 

3.
Based on the experience of EDANZ members and associated members, the following are issues which need to be properly considered and included in any regional based programme:

3.1 A distinction must be made between older adolescents and adults on the one hand, and children on the other, if treatment is to be effective.  Any in-patient unit  must cater separately for these two distinct groups. 

3.2 The ‘adult’ unit should not be in a hospital.  The optimum treatment environment should be in pleasant surroundings and normalised as far as possible to everyday routine, where patients will likely be spending weeks or even months. A sterile, hospital type environment is not what is required and would make successful treatment much harder to achieve.

3.3 Younger patients may be able to be successfully treated at Starship hospital providing there are ED trained staff employed in that unit as well as a ED trained dietician to oversee meal plans and feeding.

3.4 Staff are crucial and need to have training specific to eating disorders. Having non eating disorder specialist s (even those part time) has proven difficult in the Sydney experience. 

3.5 In-patient treatment should also be available to those ED patients who are not medically compromised but are unable to lead anything like a normal life due to being ‘stuck’ in the illness. This can be either patients classified as chronic or those with a shorter history with the illness where outpatient treatment is failing to result in improvement.   This group is constantly tottering on the edge of the ED cliff and inpatient care is as necessary for these patients as it is for those that are medically compromised.

3.6 The resources necessary for treatment of all kinds and for all groups should be determined by the clinicians, and should be sufficiently robust to ensure a reasonable chance of success.  If the EDS ‘experts’ say inpatient care is required it should happen as a matter of course

3.7 Treatment programmes need to acknowledge, and make provision for, relapse. Some patients may require several rounds of inpatient care.  Multiple visits doesn’t indicate recovery can’t happen- it can.

3.8 We support the Future Directions concept of a continuum of care and consider an integrated day program is essential.  Inpatients require a stepped introduction back to normal life and a day program helps achieve this and greatly improves the chances of recovery. The Sydney experience our group has had suggests an inpatient unit will struggle to deliver the desired outcomes without an integrated day program.

3.9 An inpatient unit/integrated day program needs to work closely with the EDS team at Greenlane.  We believe EDS should be the referral point to inpatient and day program treatment and should probably oversee these programs given the senior EDS staff’s depth of experience.

4.
With regard to outpatient services we make the following comment and submissions:

Our members’ experience has been with the EDS intensive program and that is the area to which we address the following comments.

4.1 As stated in the introduction the waiting list to enter the EDS intensive program is unacceptable. The fact that EDS cannot tell sick patients when they can enter the service is in itself terrible!  We understand that staff recruitment is difficult but we question whether there have been the funds allocated to actually hire the necessary staff. With the expansion to level 1 in the current building we understand space is not a constraint so we would like to see a staffing plan, initially lifting numbers to that recommended in the 1998 blueprint.

4.2 There needs to be a much improved service offered to patients and their families between referral to EDS and actually entering the service.  This is often the toughest period for patients and their families as their lives spiral out of control and they are given virtually no help.

4.3
Patients are often resistant to treatment and this needs to be acknowledged so that patients who exit the programme of their own accord remain ‘on the books’, and are able to return to the treatment programme without needing to start from the beginning, to be again referred and wait-listed. 

In summary, the advice and contribution of families who have experienced the treatment pathways and programmes should be considered as a valuable resource for treatment providers, and those who plan regional services. 

I have sought to keep my comments brief and to the point.  I, or other EDANZ members, would be willing to enlarge on any of the matters which have been covered in these submissions and comments. 

Yours faithfully

Richard Leggat

Chairman EDANZ
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