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BACKGROUND INFORMATION

Burwood Academy of Independent Living

The provision of peer support for people with spinal cord impairment (SCI) was
endorsed by the New Zealand Spinal Cord Injury Action Plan 2014-2019
(NZSCIAP) which recommended the implementation of a nationally consistent
framework for providing sustainable peer support services. Specifically, the plan
identified the need to (a) develop and embed a nationally consistent peer
support programme within existing health and disability services, (b) build
capacity to provide national peer support coverage, (c) provide training for a
peer support programme, and (d) identify sustainable multi-year funding
sources that support continuity of services.

Over the past three years, the Burwood Academy of Independent Living (BAIL)

has worked with the NZ Spinal Trust (NZST) and Spinal Support NZ (SSNZ) to

undertake a programme of research supporting the implementation of NZSCIAP

objectives related to peer support provision. The key objective was to ‘develop a

nationally consistent framework for providing sustainable peer support services’

with the following three outcomes:

* People with SCI, their family and whanau receive consistent and practical
peer support services through a national peer support programme.

* Sustainable funding is available for SCI peer support agencies.

* Benefits of peer support for people with SCI, their families and whanau are
maximised through a targeted approach.

This research is one part of this overall work and has been conducted with the

support of a Lotteries Grant, May 2019 — June 2020.

KEY AIMS OF THIS RESEARCH

Research — what works for who and how?

e How well are the needs of people with newly acquired SCI being met?
e What is going well? What could be improved?

e Are there specific things that could be focused on to make sure that

peer support is provided in ways that best meets the needs of people
with newly acquired SCI?

NEW ZEALAND PEER SUPPORT PROVIDER ORGANISATIONS

Spinal Support New Zealand

(SSNZ)
~~

N

New Zealand Spinal Trust
(NZST)

Build organisational capacity

* Development of systems to facilitate gathering and collation of
consistent data to better understand what peer support is provided.
This will support applications for sustainable funding.

* Development of staff capabilities through training for research
assistant role, and other incidental learnings regarding ongoing
evaluation approaches.

e Collaborative knowledge translation and planning workshop which
supported the integration of research findings and recommendations
with existing organisational knowledge and expertise.
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EVALUATION OBJECTIVES & METHODS
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EVALUATION RESEARCH OBJECTIVES

TYPES OF DATA COLLECTED

This evaluation research aimed to:

* Explore how effectively the New Zealand Spinal Trust (NZST) and
Spinal Support New Zealand (SSNZ) deliver peer support to people
with newly acquired SCI.

* Better understand what aspects of peer support works for people
with newly acquired SCI.

* Develop a deeper understanding of relationships between the
context in which peer support is delivered, how it is intended to
work (i.e., mechanisms of effect) and outcomes that people with
newly acquired SCI perceive have occurred in response to
receiving peer support.

We used a partnership research approach in which peer support
organisational staff have worked alongside the BAIL research team to
undertake this evaluation. This study has therefore also developed
structures and processes for an ongoing programme of evaluation
within NZST and SSNZ. This data will be used for ongoing monitoring
and service development, ensuring consistent NZ-wide peer support
provision. Skills developed by the peer support organisations will
allow them to undertake continuing service development based on
systematic evaluative approaches in the future.

KEY RESEARCH QUESTIONS

Four main types of data were collected:

Q000

11 ONLINE SURVEYS 3 CASE STUDIES 10 INTERVIEWS AT ORGANISATIONAL
TWO TIME-POINTS DATA

* Online surveys: completed by adults with SCI close to their discharge from the
spinal unit.

* Case studies: data recorded by the peer support provider (also working as a
research assistant) regarding how peer support was provided to individuals and
the specific nature of that support.

* Interviews: conducted with adults with SCI (5 participants from each spinal
unit) at two time points - on discharge and 6-months following discharge.

* Organisational process and outcome data: de-identified prospective
demographic data and service provision process data collected by NZST and
SSNZ.

To what extent How does it work? What is being

does peer support

meet people’s
needs?

How should it best offered, and to

be provided? who?
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TO WHAT EXTENT DOES PEER SUPPORT MEET PEOPLES NEEDS?

OVERALL FINDINGS

To what extent People with newly acquired SCI strongly endorse peer support as contributing to improved health and
does peer rehabilitation outcomes including:
support meet * asense of belonging
people’s needs? * increased optimism about the future
* being more realistic about future challenges
« developing skills and strategies to respond to challenges
* increased autonomy to advocate for one’s own needs and preferences.

SURVEY RESPONSES

Given the small sample size (n=11) no generalisations can be made from the survey data. However, the findings are supported by the qualitative data collected within interviews on
discharge, and at 6-months following discharge.

The percentage of survey respondents who agreed or strongly agreed with the following statements:

“The biggest plus was that peer
support showed me ways to do
Processes things that worked. Watching the

peer supporters moving around
80% 88% 93% 100% and doing things - and getting

answers to my questions on how

Peer support was provided at Peer supporters let me talk Watching the peer supporter Peer supporters supported me '
the right time (not too early &  about questions and concerns function in ‘real world’ to think through a range of to do things - was more helpful
not too late) that were important to me situations made me feel more rehabilitation, equipment or than be/’ng told by the PT's or
competent in my own ability care options that might work OT’s.”

to cope best for me
l 94% \ l 100%\ l 100%\ l 100%\ l 77%
I have a sense that | am not Talking to peer supporters makes By watching peer supporters, | | feel better informed about my | feel better able to advocate for
alone on this SCI journey me feel more optimistic about have developed my own tool belt options and choices myself
the future of strategies that | can use in

different situations
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HOW DOES PEER SUPPORT IMPROVED HEALTH OUTCOMES?

WHAT WORKS WELL? IMPLICATIONS

POSITIVE OUTCOMES

* Peer support provides people who have a newly acquired SCI with a sense of belonging — ensuring that they ¢  People with newly acquired SCI highly value peer

do not feel alone and unsupported. support and the vital role that peer support plays

* Peer support helps people with a new SCI to face their future realistically and optimistically — providing hope in SCl rehabilitation.
and optimism about the future, while also supporting them to realistically face challenges. *  Provision of peer support is a key part of

* Peer support helps people with a new SCI to acquire tips and tricks (i.e., skills) that allow them to function interdisciplinary rehabilitation service provision,
well with a SCI. Peer supporters also help people to integrate information provided by the health particularly in the first 6-months of a newly
professionals in ways that are relevant for them. acquired SCI.

* By providing coaching and examples of living, peer support contributes to people learning to adapt and * Peer support prepares people to live well with an
respond to a range of challenges. SCl, and particularly for the challenges they will

* Peer support empowers people with newly acquired SCI — enabling them to ‘take back their power’ so that face as they continue to adjust to living with an SCI
they can more effectively advocate for themselves. after their discharge.

* Peer support ensures that people with newly acquired SCI can know what is possible — that they have a right
to expect certain things (validation) and that things are possible (inspiration).

How does peer support help a person with a new SCI?

| asked [the peer supporter] ‘How do

you get into your car?’. Because | want Learning tips & tricks
Nl - integrating information to
to gEt bGCk to df/ ving. SO’ he ShOWEd ‘ am not alone’ build knowledge ‘Taking back my power’

me how he got into his car. And | was
like ‘wow’, then then you know, seeing
his car had been modified to suit his
needs. | was like, “I want to do
something like that and get a car and
hopefully be more confident in myself to
get out instead of feeling stuck in my
own thoughts and what ifs.

Facing the future realistically & Adapting & responding to a Knowing what is possible

optimistically range of challenges - validation & inspiration
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HOW COULD PEER SUPPORT SERVICES BE IMPROVED IN Nz?

PRIORITISED CHALLENGES FROM COLLABORATIVE WORKSHOP

ADMISSION TO DISCHARGE

* Theinformal nature of peer support interactions may not be structured enough. Key
information may be missed for some people and contribute to them not feeling as well
prepared for living in the community as they might have been.

* Language differences provide a barrier for some peer support interactions. Interpreter
support is required at times but is not readily available.

* Currently peer supporters are not routinely involved with the provision of health
information within the spinal units. More structured education sessions led by peer
supporters may contribute to increased integration of health information into
knowledge that is relevant for the person with a new SCI.

* Families are reporting that they would like to receive support from peers (e.g., other
family members of a person with an SCI who can share their experiences).

* Some groups of people (e.g. families and people with a new SCl who can walk) are
frequently stating that they are not offered the levels of peer support they want or
require.

How might we make sure interactions are purposeful
so that people (and families) get all the information
and support they need?

* Have a structured and scheduled approach to sharing
information — possibly develop a ‘curriculum’ based on
the ‘Back on Track’ information book; also consider
development of FAQ sheets.

* Timetable peer support interaction times.

* Explicitly consider how to provide peer support to
people with a new SCI who are walking.

* Ensure that peer support is focusing on the needs and
wants of people with a new SCI — take time to get to
know their specific needs.

* Explicitly consider how to provide peer support to
family/whanau of people with a new SCI.

DISCHARGE TO 6-MONTHS

* Improved peer support follow-up is required once a person is discharged from the
spinal unit.

* Once they are discharged, people with a new SCI need to feel an ongoing sense of care
that aligns with the care they received as an inpatient.

* People with a new SCI report that the real learning begins when they get home.
However, peer support at this time is limited and/or hard to access and navigate.

* There are currently limited resources available to provide post-discharge peer support.
The majority of paid peer support resources (charitably funded) are currently directed
to peer support provided to people while they inpatients.

How might we improve follow-up so people don’t

feel abandoned after discharge?

* Provide monthly informal online catchups.

* Provide structured community online meetings.

* Designated follow-up people (volunteers providing peer
support in the community) organised prior to discharge.

* Continue to develop a network of supported regional
volunteers.

* Have a follow-up plan that is co-designed between the
person with new SCl and the peer support providers.

* Have a specific monthly phone-in time.
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WHO IS BEING OFFERED PEER SUPPORT?

DATA COLLECTED 1 FEBRUARY 2020 — 20 MARCH 2020 (COVID-19 DISRUPTED)

PINAL SUPPORT NZ

40 ittt
PEOPLE WITH NEWLY ACQUIRED SCI ULALLLLRALALAA ALY

[DATE OF INJURY OR ADMISSION AFTER 1.7.19] NZ SPINAL TRUST

ETHNICITY FUNDER AMBULATION STATUS

POWERED
CHAIR

NZ EUROPEAN WALK WITH 40%

47% NON-ACC AIDS
28% 15%

PACIFICA
10% MANUAL
CHAIR
27%

The biggest plus was that the peer supporter showed me ways to do things that worked. Watching them moving around
and doing things - and getting answers to my questions on how to do things - was more helpful than being told by the PT's
or OT's.
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WHAT PEER SUPPORT IS BEING OFFERED?

DATA COLLECTED 1 FEBRUARY 2020 — 20 MARCH 2020 (COVID-19 DISRUPTED)

3 1 J INTERACTIONS 2 2 3 HOURS IN TOTAL INTERACTION LENGTH

more than 60
mins

less than 15
mins

I mean | quite like chatting with them and getting information from them, e

‘cos I’'m obviously new to this new life. And especially in the beginning of R
my rehab, it’s a bit too much. | don’t know what happens to my body, |
don’t know whether | walking or not. So I’'m getting lots of information
from them - and then sharing kind of emotional things with them. In the
very beginning there were lots of emotions going on with my brain and
then chatting with them and seeing, and they shared their experience with I
me which is great. They made me realise that | can do things if | want to. 10%

16-30 mins
27%

WHAT IS BEING OFFERED?

Oth
1:1 interaction 73% Phone calls 13% Group er

discussions 9% = 4%

They speak in layman’s terms. You know what | mean? When they explain stuff to me it just makes more
sense. Because everybody else spoke, to me it was like, “Yeah, OK,” but it went in one ear and out the other,
but when they spoke to me about the same stuff, you know, then | realised, “OK, now | get it.”
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WHAT IS BEING DISCUSSED?

DATA COLLECTED 1 FEBRUARY 2020 — 20 MARCH 2020 (COVID-19 DISRUPTED)
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[The peer supporter] definitely changed my thoughts about my injury. | mean, life after my injury. He was majorly
inspirational. He pretty much shared straight away what his life was like after his injury. Just his stories of what he is up to
and doing. So, | got an idea of what the rest of my life could look like. Seeing someone like [him] living his life — your grief
doesn’t become so hard because you think, “I can do this”.
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HOW PEER SUPPORT IS BEING DELIVERED

CASE STUDIES

Case Case Case
“ Even though what happened StUdy #1 StUdy #2 StUdy #3

to me has happened, just
talking to them and it’s sort of

like saying to myself “’m not Provided over 5 momhs Provided over 3 mopths Provided over.2.5 mor\ths
) o , , 12 interactions 10 interactions 14 interactions
imagining this and I'm not 4.5 hours in total (21 mins 5.9 hours in total (35 mins 14.25 hours in total (38
imagining that,” ‘cos they average) average) mins average)”
know, you know?
, , *14.25 hours in total, but one 6-hour outing. Without this outing interactions are 38 mins
average
CASE STUDY INTERACTION LOCATIONS: CASE STUDY INTERACTIONS INITIATED BY: FAMILY PRESENCE IN INTERACTIONS:
* 3% bedspace with patient in bed) *  25% person with new SCI *  25% family present
* 24% bedspace with patient seated in *  64% peer supporter *  69% no family present
bedspace * 3% member of multidisciplinary rehabilitation ¢ 6% only family present
*  45% public ward space team
* 3% hospital café * 6% by family
3% group situation e 3% other INDIVIDUAL VS GROUP INTERACTIONS

* 21% other (e.g., peer support offices and

) *  64% individual interactions
meeting rooms)

*  36% group interactions [of these: 2-3 people
present (69%); 4-5 people present (8%) and
10+ people present (23%)]

It is quite informal, so | suppose you could argue you could, you could miss some of the benefits by | guess. | imagine people

might go through here and not realise the benefit they can get from these guys. There’s no, | don’t recall there ever being a

formal meeting, ‘Let’s, let’s sit down.” Sort of, obviously, that’s the way it’s designed, | presume, and | imagine they’re pretty

good at, you know, but if they’ve got a patient, there’s an awareness that someone might benefit from it | think, they might
be a bit more proactive in making themselves available.
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CASE STUDIES — PEER SUPPORT DELIVERY ‘JOURNEYS’

CASE STUDIES

4.5 hours of interaction in
total (av. 21 mins) over a 3-
month period

=0

-;.. <ay hi to the X
independently from
fry 2 o f e
ot e provided

have had
| & or oy — taxi chite group event that wag
Case #1 1o the unit & fark;ng p{l::eon&d
pregented them with a ward on the weel
weleome backpack Family present for > 50% of interactions
T —
An arranged meeting . -
. 5.9 hours of interaction in
ioihi:!k gapzmun;‘ ;bgﬂ total (av. 35 mins) over a 3-
Case #2 ' mins) oy
ase rocur ot expect wae normal month perio
bt © TolMobiy  and uhet wag ot |
geting a bt card. acheme. gm I diecussed post _.
’— Introduction — " oh"?'m;"{)arm — diecharge
the gervice preparatons el follow up
and fo just commurity
cay hello outing
Person with newly acquired SCl initiated 70% of interactions;
Most interaction happened in public ward space or one of the peer support offices
4.5 hours of interaction in total
7 7 - — (av. 21 mins) over a 2.5-month
Outing with vepwm— planned for Mt X frondbobas o e
rou progress community Tt I
in Chrigtchurch ag they were going

1o go into town on the bug thie

community meetin ;
* SCl memberg g I ouhng qUiCk
chat
Case #3 ——
79% of interactions initiated by peer supporter

50% of interaction occurred in the bedspace area
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DISCLAIMER

= The report authors have taken great care to ensure the information supplied within the project timeframe is accurate. However, neither the Burwood
Academy of Independent Living (BAIL) nor the contributors involved can accept responsibility for any errors, or omissions. All responsibility for action
based on any information in this report rests with the reader.

= The views expressed in this report are those of the authors and do not necessarily reflect the position of the NZST, SSNZ, BAIL, the Lotteries Grant Board
or any other party. Nor do these entities accept any liability for claims arising from the report’s content or reliance on it.

= The authors accept no liability for any loss of whatever kind or damage arising from reliance in whole, or part, by any person, corporate or natural, on the
contents of this report. The views expressed in this report views expressed in this report are those of the authors and do not necessarily represent those
of the NZST or SSNZ.
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The Burwood Academy of Independent Living is a dynamic organisation committed to improving the life experience of people recovering from serious injury
and illness. Based on site at Burwood Hospital in Christchurch, the Academy is dedicated to building a vibrant culture of research and learning. We are
working to establish strong links to consumer organisations, universities and rehabilitation professionals.

Burwood Academy of Independent Living
Supporting Research & Learning in Rehabilitation

Private Bag 4708, Christchurch 8140
http://www.burwood.org.nz/
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