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Results of the 2020 Client Survey 

The following report summarises client responses to the 2020 Epilepsy Foundation client survey. The 
survey and report were designed for the purpose of understanding and improving Epilepsy 
Foundation services, not for the purposes of research or marketing beyond the Foundation website. 

 

It should also be noted that the respondents have not been compared to the full client database, 
which means it is difficult to determine how representative the current respondents are of the wider 
Foundation client base. 

 

1.  Summary of survey findings 

Three-hundred and four people responded to the survey link, and two-hundred (66%) completed the 
full survey. This represents an increase of 54 respondents from the previous survey in 2018. Similar 
to previous surveys, those who engaged with the Client Services survey were predominantly mothers 
of children with epilepsy, as well as female people living with epilepsy in early to middle adulthood. 
There was a predominance of clients who speak English as a first language and only a small minority 
who identified as Aboriginal or Torres Strait Islander. This points to a need for the Foundation to 
increase its diversity training and reach to support people living with epilepsy who are of Aboriginal 
or Torres Strait Islander background and/ or of a culturally and linguistically diverse background 
(CALD). 

 

Overall, the survey points to high levels of satisfaction with the services provided by the Foundation 
and a strong source of satisfaction with the support received from the Foundation Client Services 
team. 

 

The current survey focused particularly on the experiences of Foundation clients during the COVID-
19 pandemic and whether this may have changed their support needs. Responses pointed to 
common experiences of increased isolation and feelings of depression and anxiety. Social and 
emotional support, particularly from family and friends, was seen as the most important for 
supporting clients through the experiences of COVID-19 and lockdown. 

 

A number of common suggestions for improvement were noted, particularly around increased 
communication of the types of services available from the Foundation, as well as increased advocacy 
on behalf of people living with epilepsy (PWE), more opportunities for peer support and increased 
reach in regional areas. These suggestions are similar to those made in the 2018 client services 
survey, pointing towards the importance of connecting with others in a similar situation and 
highlighting the powerful role of shared experiences. 

 

The Foundation has made a number of significant moves working to address these suggestions. In 
particular, the national roll-out of the Epilepsy Smart Australia Project will seek to improve the quality 
and consistency of epilepsy education and increase the reach of epilepsy organisations across 
Australia for supporting PWE in regional and rural areas, as well as focusing on increasing 
opportunities for peer support. 
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2. The typical respondent 

The majority of respondents were female (77%) in middle adulthood (45-64 years, n=160, 53%), with 
a reasonably even split between people living with epilepsy (n = 131, 43%) and family members 
(n=174, 57%). A small number of paid carers responded to the survey as well (n=8, 3%). Respondents 
were primarily living in Victoria. English was the main language spoken at home (95%) and only five 
respondents (2%) identified as Aboriginal or Torres Strait Islander. 

 

The majority of respondents were also in the early stages of learning to live with epilepsy, with 38% 
within 5 years of diagnosis. There were relatively even numbers of respondents who had been living 
with epilepsy for 6-10 years (17%), 11-20 years (19%) and over 20 years (26%). Many felt that their 
seizures were well controlled (70%) and that they were well supported by their social networks (67%). 

 

Among those PWE living with comorbidities, the most commonly reported were Autism Spectrum 
Disorder (n=37, 12%), Intellectual Disability (n=31, 10%) and Anxiety/ Depression (n=27, 9%). Some 
common medical comorbidities (reported by n=36, 12%) included sleep apnea, diabetes, and 
hypothyroidism. 

 

The demographics of respondents seems to have remained relatively stable since the previous 
survey, with respondents consistently more likely to be women in young to middle adulthood. 
Epilepsy-related variables also remained relatively similar in terms of the proportion of patients with 
new-onset epilepsy and the proportion that felt their seizures were well controlled (See Appendices 
for comparison of responses across previous surveys). 

 

3. Engagement with the Foundation 

Many respondents engaged with the Foundation after being referred by their GP or neurologist 
(41%) or connected themselves through the website (33%). In line with this, 40% of respondents 
reported engaging with the Foundation as soon as they had a diagnosis. Reflecting the benefits of 
early engagement with support, almost half (43%) felt it would have been useful to connect with 
the Foundation earlier in their treatment journey. This highlights the importance of understanding 
and supporting clear referral pathways to increased supports soon after diagnosis. 

 

Over 2020, the primary ways of engaging with Foundation support workers was through telephone 
support (57%) and via email (41%). The main ‘supports’ accessed were the website (63%); Epilepsy 
Management Plans and reviews (38%); and social media (23%). 

 

The vast majority of clients (93%) did not feel as though the way in which they engaged with the 
Foundation changed as a result of COVID-19. This was supported by comparisons to the previous 
survey, which pointed to a strong use of technology as the main way to engage with the 
Foundation. 
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4. Satisfaction with Epilepsy Foundation services 

The majority of respondents indicated that they were Very satisfied (40%) or Satisfied (36%) with 
services provided by the Foundation, and that they felt Very well (48%) or Well (26%) supported by 
Foundation staff. Rates of satisfaction have remained stable over time, with good levels of 
satisfaction reported over the past several years (See Appendices). 

 

There was a lot of general positive feedback provided by Foundation clients: 

 

“From my experience the Epilepsy Foundation provide an amazing service.” 

“I think it's an excellent service that I should possibly utilise a little more. The staff that I talk to via 

phone are always polite and extremely helpful.” 

“Keep doing what you are doing. Could not praise your work enough. Thank you.” 

 

A lot of positive feedback provided was in regards to the performance of the Foundation Client 
Services teams in particular. A common theme related to feeling reassured after connecting with the 
Foundation and the importance of empathetic staff and good information: 

 

“Just feeling supported in navigating this new life.” 

“I spoke to Lisa who offered sympathy, compassion and understanding which made all the 

difference in the world.” 

“Peter is an absolute gem of a man. Extremely helpful, and honestly the only person who gave us a 

connection with empathy and support. He actually gave me a lot more hope and a realisation that 

we weren’t alone.” 

 

For some, they were connecting for the first time during the COVID-19 pandemic, which was a 
valuable source of support: 

 

“No, fantastic support and guidance under difficult circumstances with the diagnosis of my 

daughter's epilepsy this year.” 

 

A very important aspect of the Foundation’s services related to the information provided. Staff were 
described as knowledgeable, informative and understanding and worked with clients to solve the 
problem or pointed clients in the right direction if a solution wasn’t found: 

 

“The information on the website has been invaluable” 
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“I contacted [the Foundation] when I was pregnant and was struggling with the lack of studies and 

lack of understanding of the effects of my medication. I was given up to date information and links 

on further information. I was given positive advice and I am super grateful for.” 

 

The professionalism demonstrated by staff was also important, with clients commenting on 
appreciating prompt and efficient responses as well as the preparation and great delivery of training 
sessions provided by the Education and Training team. 

 

When reflecting on how the Foundation services had helped, respondents indicated that services 
were most helpful for increasing participation in volunteering and community activities and for 
increasing confidence to participate in work (Appendix Table A6). Foundation services did not appear 
to strongly influence respondents’ overall quality of life, consistent with previous surveys. 

 

5. Dissatisfaction with services 

Negative feedback was relatively less common overall, for example, representing 10% of responses 
to the question about how services could be improved. Negative feedback related to the perceived 
lack of support for some respondents and specific areas that were felt could be improved: 

 

“No help was given.” 

“Return to the format of a decade ago focusing on the participants with care and support.” 

One respondent commented specifically on a perceived lack of support in advocating to government 
organisations such as the NDIA. This lack of support was felt across the board, from community 
epilepsy organisations: 

 

“I don't feel that it is good enough that we have epilepsy support groups here in Australia, who 

cannot adequately assist to improve the lives of people with epilepsy by obtaining successful 

outcomes with our government.” 

Concerningly, one respondent felt that the training provided had detrimentally impacted their 
relationship with their employer, pointing to the possibility of discrimination in response to education 
and training intended to increase support for people living with epilepsy: 

 

“By not doing a workplace training session that makes you look like you are disabled by telling your 

employer that you can't touch a kettle or go to the toilet without telling them. This was the cause of 

losing my job.” 
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Supporting a diverse population 

A few clients commented on seeking specific types of information that they were unable to find and 
a need for increased supports for different types of epilepsy. Some of these comments point towards 
a need for greater connections with other community organisations that the Foundation could direct 
clients towards if we do not have the information required: 

 

“More services for those with complex conditions.” 

“I was trying to gain information about possible genetic testing as my son has married & 

plans to start a family. Your service was unable to provide any information.” 

“Everyone we've seen so far has never seen or dealt with or even heard of my daughter’s 

type of epilepsy.” 

In contrast, others commented that they felt the majority of services were targeted towards those 
with more complex conditions: 

 

“The support offered seems to target more complex diagnosis, feel there is a gap for families 

or the young person who has an epilepsy diagnosis and is relatively controlled with 

medication.” 

6. Recommendations for improvement 

Recommendations on ways that the Foundation can improve particularly related to better 
communication and increased reach, as well as increased opportunities for peer support and 
opportunities to share stories with other people living with epilepsy. 

 

6.1 Improved communication and information about Foundation services 

A number of respondents commented on a lack of communication that meant they were unaware of 
the different services available from the Foundation: 

 

“Promote the support and services the Epilepsy Foundation provides and offers, I am still not 

very clear about the extent of support offered.” 

“Actually inform people about what services you have available.” 

“I haven't had access to many of the services mostly because I didn't know that it was 

available.” 

Some comments also pointed towards the need for increased communication across different client 
groups (e.g., donors, clients and research participants): 
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“I am donating to Epilepsy Foundation. I have not received any service from Epilepsy 

Foundation and not sure what service I can request for.” 

 

In line with this, respondents noted the importance of understanding where their donations are going 
and increased communication and transparency regarding donations: 

 

“As my family has donated to the organisation, we receive a lot of promotional material 

requesting more donations. But never do we find out what our donations are used for and 

the outcomes. I would like to know exactly where our donations go.” 

 

Some also commented on the benefits of having increased connections with hospital organisations 
in order to facilitate better care pathways and communication with healthcare professionals. 

 

“I've always found your services to be very helpful. I used to see the Epilepsy Nurse (Lisa) 

when I saw my Neurologist at St Vincent's Hospital in Melbourne. It would be great if that 

service was started up again.” 

“Making sure GPs & paediatricians are aware of the Foundation and linking patients in 

early.” 

 

6.2 Advocacy and awareness raising 

An important part of improving communication related to increasing awareness of epilepsy and 
improving education across different sectors: 

 

“Need to advertise more and do more talks at schools to open people's minds on what 

epilepsy is and what we go through.” 

 

Part of this related to a need for greater advocacy efforts on behalf of the Foundation at a community 
level. This may relate to a need for greater efforts to advocate for PWE to government and in policy 
decision-making process, or it may point to a need for the Foundation to communicate more widely 
about existing efforts to advocate on behalf of PWE: 

 

“I see significant efforts made by other, and much smaller, organisations [to] advocate for the rights 

and needs of their communities of people with health/disability issues. But I don't ever see the 

Epilepsy Foundation participate in this type of work. If you do it, then share it so people with epilepsy 

know you are fighting for our needs and interests.” 
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“Needs to increase their profile, have a presence and be proactive on mainstream platforms that 

raises awareness and keeps the fight for understanding and research for epilepsy in the forefront for 

individuals, wider society and within the political climate.” 

6.3 Increased reach 

Similar to previous surveys, clients reported a desire for more supports in regional areas and an 
increased reach for Foundation services: 

 

“I know it may be difficult budget wise but more access to the regional areas would be good.” 

“Although certain difficulties do arise, it is important to have a voice within rural areas. I understand 

such problems as availability for staff, getting enough interested people to restart & continued 

commitment from group members are all matters that need work with. However, spreading the 

message about epilepsy & helping others are major important assets that the Epilepsy Foundation 

continues to provide & this area needs a new resurgence in confidence.” 

 

6.4 Increased peer support  

The need for, or benefits of, peer support was consistently raised by respondents, highlighting the 
significant benefits of being able to connect with others who share similar experiences: 

 

“While it was very useful and the staff were very helpful it didn't really change my epilepsy situation. 

I had to adjust on my own, and it would have been better if I could meet other people with epilepsy.” 

“Whilst they cannot help with my seizure situation, reading the website and Facebook posts and 

reading other people's stories, helps me mentally.” 

“I participate in peer support through another Australian epilepsy organisation and overseas 

organisations online. Being able to talk to others who also have epilepsy has played an important 

role in me not feeling isolated or different because of my epilepsy situation.” 

Some had requests for peer support for specific groups such as teenagers, family members etc., as 
well as different ways of connecting with other people with epilepsy. In particular, respondents were 
keen to explore ways to connect online and join forums or online groups: 

 

“Peer support for teenagers.” 

“Would love to have met more people will epilepsy both face to face and virtually (groups).” 

“Offer Zoom 'get togethers' and guest presentations. A lot of organisations who support people with 

disability are coordinating virtual peer support types of meetings and regular guest presentations. It 

allows people to stay connected and share experiences.” 
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7. The impact of COVID-19 

The majority of clients (67%) did not feel as though COVID-19 had a significant impact on their 
epilepsy or seizures. While 16% did feel as though their seizures had increased in frequency during 
the pandemic and associated lockdown, 58% reported no change and 7% reported a decrease in 
their seizure frequency. 

 

Experiences of the increased restrictions were very varied. For some respondents, the restrictions 
meant that a number of stressors were removed, increasing confidence in ability to manage their 
epilepsy and seizures. 

 

“Because I’m at home I’m not exposed to stimulants so it’s been better and I’m more confident.” 

“[Seizures have] decreased as not sensory overload and flashing lights.” 

“I have had more time to focus on my health, sleep and calming of stress. So, I will emerge stronger 

and more in control.” 

“Able to sleep more and prioritise my health - work on mindfulness, being present in the moment, 

relaxing and gaining control of my life.” 

“Online therapy is better than face to face.” 

 

For others, however, the experience of being in lockdown was a significant source of stress that 
could exacerbate seizures. For example, the need for home-schooling and increased working from 
home also resulted in increased screen-time, which was considered a potential trigger for seizures 
for some respondents. For some children living with epilepsy, the need to maintain concentration 
while working alone was also a challenge.  

 
“[With him] being stuck at home, [he] has had more seizures every single day.” 

“My daughter had trouble with distance learning, looking at a screen all day and staying focused on 

schoolwork.” 

 

General issues faced by clients during the COVID-19 pandemic were feeling socially isolated (54%) 
and issues with mood and stress (50%). Approximately one third also found that it was harder to 
get an appointment with their GP or specialist during lockdown. Both the worry about contracting 
COVID-19 and impacted of increased isolation had the potential to impact people’s mood, with 
increases in symptoms of anxiety and depression reported by a number of respondents: 

 

“I feel more isolated than before and my depression has increased.” 

“Made me nervous that illness may trigger more seizures” 
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The most important form of support for clients during lockdown was therefore emotional (55%) 
and practical (28%) support from friends and family, followed by a need for increased access to GP 
and specialists via telehealth (36%). Some respondents (14%) also felt that epilepsy self-
management support from the Foundation was helpful during lockdown. 

 

The shift towards increased use of technology was sometimes considered a ‘silver lining’ of the 
lockdown, with 41% of clients saying they had found new ways of connecting with friends and 
family (such as Zoom or FaceTime) and 34% feeling as though it was easier to see GPs or specialists 
due to the increased use of telehealth. A quarter of respondents also felt that they had more 
flexible working hours due to being able to work from home. 

 

A number commented on the difficulty accessing specialist services not easily available via 
telehealth such as neuropsychology, speech pathology, and/ or physiotherapy. This could be 
particularly stressful for those respondents who were diagnose with epilepsy during the pandemic, 
as they did not have easy access to key diagnostic tests such as EEG. 

 

“Restricted access to medical specialists and services re EEG. Difficulty getting medication from 

interstate.” 

“Worry about medication short of supply.” 

“Harder to access non-medically essential treatment that would improve quality of life I.e., 

Neuropsychology.” 

 

For those who needed increased medical support, the restrictions on visitors to hospital settings 
was also felt by the person with epilepsy and family members: 

 

“At RCH only one parent allowed at bedside, reduced support and missing siblings.” 

 

For those living in Melbourne, the compulsory wearing of masks also caused discomfort and 
reduced motivation to spend time outside or exercise: 

 

“Difficulty wearing mask (Melbourne), my son has not left home since masks became compulsory.” 

“Increased anxiety when wearing face mask-heats me up and increases stressor that are closely 

linked with previous seizures.” 
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8.    Update on Foundation improvements based on previous feedback 
A number of recommendations were made based on the outcomes of the previous client survey in 
2018. The following table shows how some of the changes occurring at the Foundation meet some 
of these suggestions from clients.  

Recommendations  Changes at the Foundation 

Conduct regular client survey, 
possibly annual 

Client surveys currently conducted every two years, staggered with the 
research survey waves, in order to reduce the requests made of clients 
for information and feedback. 

Increased communication with 
clients about the services 
available at the Foundation. 

Feedback from the current survey suggests that this is something that 

requires some further work and ongoing promotion of the variety of 

services provided by the Foundation. 

Increased communication with 
regards to where client 
donations are being directed. 

Annual reports not currently published on the website but the social 

media team have been exploring ways to specify what a donation to the 

Australian Epilepsy Research Fund would equate to. 

Increased presence of the 
Foundation within the 
community. 

The development and roll out of the Epilepsy Smart Australia Program 

will mean increased communication and collaboration with other 

stakeholder groups, including other NGOs and community groups. An 

invaluable part of this process will therefore be establishing and 

fostering better relationships with other community organisations. This 

will increase the consistency and quality of epilepsy education and 

advocacy within the community. 

Through the Australian Epilepsy Research Fund and research program, 

the Foundation has continued to foster strong relationships with 

research institutes (universities and hospitals) across Australia. 

A lot of the positive feedback 
from both previous and current 
client surveys relates to the 
information and empathy from 
the Foundation’s Support 
Workers. 

The Foundation is in the process of establishing ‘Epilepsy Smart 
Australia’, a nationwide program aimed at improving the support of 
people living with epilepsy. This also includes the National Epilepsy 
Support Service (NESS), a national information line with expanded 
availability (9am-5pm, 6 days a week) that aims to provide improved 
access to initial information and support for PWE in the community. 

Increased peer support, and 
efforts made to connect with 
the wider family unit (including 
fathers and siblings), given 
mothers of children with 
epilepsy often represent a 
significant portion of clients/ 
respondents. 

The desire for increased peer support was evident in the current survey, 
perhaps heightened by experiences during the COVID-19 pandemic.  
This is something that is an important focus of the Epilepsy Smart 
Australia Program and considerations are underway as to how to best 
develop a peer support program at a national level. This will include 
consideration of peer support options for family members. 

Increased need for diversity 
training and awareness. 

Diversity training is part of the ongoing professional development 
program for all Foundation staff. 
As noted earlier, through the Epilepsy Smart Australia Program, 
increased efforts are being made to connect with other community 
organisations including organisations supporting CALD and Indigenous 
communities. 
Previous suggestions were made to translate information materials into 
other languages. This is yet to be considered and may be an important 
part of the process of review and ongoing development of the Epilepsy 
Smart Australia Program. 
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10.    Appendix A: Comparison of survey responses over time 
Table A1. Demographic information 

  2013 2015 2018 2020 

Respondent 

Person with epilepsy 64  48.9% 89  48.9% 30 30.03% 131 43% 

Paid carer 1  0.7% 3  1.6% 4 4.04% 8 3% 

Family member/ other 66  50.4% 90  49.5% 67 67.67% 174 57% 

Mother     70 77.8% 44 66%   

Father     5  5.6% 5 7%   

Husband/Wife     2  2.2% 3 4.5%   

Parent/guardian/foster carer     11  12.2% 10  15%   

Child         1 1.5%   

Sibling     2  2.2% 1 1.5%   

Grandparent         1 1.5%   

Friend/Teacher         2 3%   

Valid total 131  100% 182 100% 99 100%   

Missing/unanswered/unsure         47     

Total         146   304  

Gender of respondent 

Male 41 26.3% 46 25.8% 20 20% 66 22% 

Female 115 73.7% 132 74.2% 80 80% 232 77% 

Non-binary       1 0.3% 

Prefer not to say       1 0.3% 

Valid Total 128 100% 178 100% 100 100% 300  

Missing 3   4   46   4  

Total 131   182   146   304  

Age of Respondent (PWE or Family) 

13-18 (16-18 in 2018) 1 1.1% 2 1.1% 1 1% 2 0.7% 

19-44 57 60% 82 46.3% 47 47% 111 37% 

45-64 34 35.8% 75 42.4% 42 42% 160 53% 

65-79 2 2.1% 16 9% 8 8% 26 9% 

80 + 1 1.1% 2 1.1% 2 2% 4 1.3% 

Valid total 95 100% 171 100% 100 100% 303 100% 

Missing 36   11   46   1  

Total 131   182   146   304  

Age of PWE 

0-6 26 16.4% 24 22.2% 19 21.8% 29 11% 

7-12 20 15.6% 22 20.4% 17 19.5% 51 19% 

13-18 9 7% 22 20.4% 13 14.9% 33 12% 

19-44 57 44.5% 29 26.9% 23 26.4% 59 22% 

45-64 20 15.6% 9 8.3% 3 3.5% 22 8% 

65-80 + 1 0.8% 2 1.8% 1 1.2% 2 1% 

Valid total 128 100% 108 100% 1 1.2% 0 0% 

Missing 3   74   69   108  

Total 131   182   146   304  
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Table A2. Epilepsy-related information  
  2013 2015 2018 2020 

How long has the epilepsy been diagnosed? 

Awaiting diagnosis 4 3.1% 1 0.6% 2 2.1% 2 1% 

Less than 6 months     4 4.2% 7 2% 

Under 1 year  9 7% 8 4.5% 8 8.4% 11 4% 

1-5 years 40 30.1% 57 32.4% 36 37.9% 94 31% 

6-10 years 14 10.9% 31 17.6% 10 10.5% 50 17% 

11-20 years 20 15.5% 30 17% 10 10.5% 59 20% 

Over 20 years 31 24% 49 27.8% 25 26.3% 77 26% 

Valid total 129 100% 176 100% 95 100% 300 100% 

Missing 2   6   51   4  

Total 131   182   146   304  

Are your seizures controlled or uncontrolled? 

Controlled 66 53.2 107 62.2 49 52.13 206 70% 

Uncontrolled 58 46.8 65 37.8 45 47.87 87 30% 

Valid Total 124 100 172 100 94   293 100% 

Missing 7   10   52   11  

Total 131   182   146   304  

Do you feel your support network understand your epilepsy and how best to help in an emergency? 

Yes     59 61.5% 201 67% 

No     11 11.5% 47 16% 

Comments     26   50  

Missing     50   6  

Total     146   304  
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Table A3. Use of Epilepsy Foundation services 
  2013 2015 2018 2020 

Which EF services have you used? 

Facebook 24 18.3% 36 19.8% 15 16% 61 23% 

Information sheets 50 38.2% 42 23.1% 43 45.7%   

Library 9 6.9% 11 6% −   −     

Website 64 48.9% 58 31.9% 47 50% 143 63% 

How did you receive these services? 

Telephone support 52 39.7% 103 56.6% 70 74.5% 155 57% 

Info line     51 28% 23 24.5%   

Face to face meeting in EF 
offices 

    41 22.5% 15 16% 40 15% 

Visit from an EF trainer       23 8% 

Skype/ Zoom     2 1.1% 8 8.5% 17 6% 

Email         52 55.3% 111 41% 

Mail     88 48.4% 21 22.3% 37 14% 

Client services 

Advocacy 12 9.2% 7 3.8% 2 2.1% 6 3% 

Epilepsy Management Plan 
Development 

34 26% 44 24.2% 44 46.8% 86 38% 

Emergency Medication Plan 
Development 

24 18.3% 31 17% 21 22.3% 45 20% 

Home visit 20 15.3% 30 16.5% 31 33%   

Linking and referral support     7 3.8% 8 8.5% 9 4% 

Epilepsy Specialist Education 
Session 

    19 10.4% 7 7.4% 10 5% 

Education & Training 

Schools 13 9.9% 21 11.5% 8 8.5% 26 12% 

Early childhood/kindergartens 10 7.6% 4 2.2% 6 6.4% 5 2% 

Disability services 11 8.4% 3 1.6% 4 4.3% 5 2% 

Emergency medication 
training (families) 

14 10.7% 9 4.9% 8 8.5% 17 8% 

Online training for families       11 5% 

Emergency medication 
training (service providers) 

10 7.6% 9 4.9% 2 2.1% 9 4% 

Workplace     5 2.7% 0 0% 8 4% 

Epilepsy Smart Schools     5 2.7% 12 12.8%   

Other         17 18.1%   

Support groups/ camps 

Adult getaway weekend/camp 
& Adult social events 

7 5% 20 11% 0 0% 11 5% 

Ballarat Parent epilepsy 
support group 

1 1% 3 2% 1   0 0% 

Bendigo epilepsy support 
group 

5 4% 2 1% 0 0%   

Colac epilepsy support group 1 1% 6 3% 0 0% 0 0% 

Family respite weekend camp 1 1% 2 1% 0 0%   

Geelong Adult support group 2 1.5% 8 4% 2   2 1% 

Geelong Parent epilepsy 
support group 

1 1% 2 1% 0 0% 0 0% 

Goulburn Valley epilepsy 
support group 

2 1.5% 0 0% 0 0% 2 1% 

Hamilton/Portland support 
group 

1 1% 2 1% 0 0% 1 0.5% 

Parents’ support network 
(Parent 2 Parent & PAUSE) 

2 1.5% 1 0.5% 3*   5 2% 
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Women’s epilepsy network 14 11% 11 6% 2     

Family days out     8 4% 4   8 4% 

Memorial service     1 0.5% 0   1 0.5% 

AWEsome (Adults with 
epilepsy) 

    16 9% 1   9 4% 

MATES group       4 2% 

WEN Weekend     9 5% 2   8 3.5% 

Frankston (Fresh) group     3 2% 0   4 2% 

Valid total         94   226  

Missing/skipped/ unanswered         52   78  

Total         146   304  

  
Table A4. Questions about NDIS – first introduced in 2015 

  2015 2018 2020 

Preparation for NDIS registration/ planning session N/A   6   0 0% 

Specialist assessment (including Epilepsy 
Management Plan) 

5 3% 0   0 0% 

Support coordination (manage life stages, 
transitions and supports)- 

0 0% 0   0 0% 

Assistance to integrate into school/education 
settings 

0 0% 0   0 0% 

Therapy (OT assessment) 2 1% N/A   N/A  

Community nursing care (Training 
family/friends/staff) 

1 0.5% 0   0 0% 

Participation in community and social activities 
(groups) 

4 2% 0   0 0% 

Innovative support (weekends away) 1 0.5% N/A   N/A  

  

Table A5. Aware of the Australian Epilepsy Research Register 
  2013 2015 2018 2020 

Yes 19 15% 38 22% 12 13% 38 14% 

No 64 52% 63 36% 25 27% 143 53% 

Unsure 40 33% 73 42% 34 37% 91 33% 

Valid Total 123 100% 174 100% 92   272 100% 

Missing 8   8   54   32  

Total 131   182    146   304  

  
 Table A6. Rating of the services received 

  2013 2015 2018 2020 

Rating the service received  

Very satisfied 55 48% 101 57% 56 60% 99 40% 

Satisfied 47 41% 49 28% 22 23% 89 36% 

Unsure 0 0% 13 7% 8 9% 44 18% 

Unsatisfied 12 11% 11 6% 4 4% 8 3% 

Very unsatisfied 0 0% 2 1% 4 4% 7 3% 

Valid Total 114 100% 176 100% 94  100% 247 100% 

Missing 17   6   52   57  

Total 131   182   146   304  

How well did the staff support you? 

Very satisfied/ Very well     107 62% 58 62% 119 48% 

Satisfied/ Well     48 28% 22 23% 63 26% 

Unsure     6 3% 6 6% 49 20% 

Unsatisfied/ Adequate     9 5% 3 3% 10 4% 
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Very unsatisfied/ Poor     4 2% 5 5% 6 2% 

Valid Total     174 100% 94  100% 247 100% 

Missing     8   52   57  

Total     182   146   304  

Service improved quality of life? 

Significant improvement     43 28% 24 28% 41 18% 

Small improvement     42 28% 27 31% 67 29% 

Unsure     16 10% 10 12% 41 18% 

Not really     28 18% 5 6% 33 14% 

No change     26 17% 20 23% 48 21% 

Valid Total     155 100% 86 100%  230 100% 

Missing     27       74  

Total     182   146   304  

Improvement in management of seizures and epilepsy 

Significant improvement     39 25% 24 28% 50 22% 

Small improvement     44 29% 19 22% 49 21% 

Unsure     17 11% 11 13% 39 17% 

Not really     23 15% 14 16% 42 18% 

No change     31 20% 18 21% 48 21% 

Valid Total     154 100% 86 100% 228 100% 

Missing     28       76  

Total     182    146   304  

Reduced worry about seizures 

Significant improvement     31 20% 16 19% 34 15% 

Small improvement     44 28% 24 29% 53 23% 

Unsure     15 10% 8 10% 39 17% 

Not really     32 20% 17 20% 52 23% 

No change     35 22% 19 23% 50 22% 

Valid Total     157 100% 84 100% 228 100% 

Missing     25       76  

Total     182   146   304  

Improved control over the things that happen to you 

Significant improvement     34 22% 16 19% 31 14% 

Small improvement     49 32% 22 26% 55 24% 

Unsure     16 10% 15 18% 40 18% 

Not really     25 16% 14 16% 41 18% 

No change     31 20% 18 21% 61 27% 

Valid Total     155 100% 85  100% 228 100% 

Missing     27       76  

Total     182   146   304  

Increased confidence to participate in work 

Significant improvement     7 21% 13 16% 33 15% 

Small improvement     6 18% 15 18% 38 17% 

Unsure     6 18% 16 19% 42 19% 

Not really     6 18% 13 16% 29 13% 

No change     8 24% 25 30% 82 37% 

Valid Total     33 100% 82 100% 224 100% 

Missing     7       80  

Total     40   146   304  

Increased confidence to participate in education and lifelong learning 

Significant improvement     27 19% 14 17% 36 16% 

Small improvement     38 26% 21 26% 44 19% 

Unsure     19 13% 11 13% 46 20% 



 

 
Results of the 2020 Client Survey │ April 2021 │ Honor Coleman 

Epilepsy Foundation - no one should go it alone │ 587 Canterbury Road, Surrey Hills, VIC 3127  

P: (03) 8809 0600   │ F: (03) 9836 2124 │ W: epilepsyfoundation.org.au │ ABN: 75 967 571 784 

 

 

Not really     28 19% 12 15% 33 15% 

No change     34 23% 24 29% 69 30% 

Valid Total     146 100% 82  100% 228 100% 

 

Missing     36       76  

Total     182   146   304  

Increased participation in volunteering or community activities  

Significant improvement     23 16% 10 12% 28 12% 

Small improvement     31 21% 15 18% 38 17% 

Unsure     20 14% 14 17% 35 15% 

Not really     28 19% 14 17% 45 20% 

No change     46 31% 28 35% 81 36% 

Valid Total     148 100% 81 100% 227 100% 

Missing     34       77  

Total     182   146   304  

Improved relationship with family and friends  

Significant improvement     35 22% 9 11% 27 12% 

Small improvement     40 26% 29 35% 52 23% 

Unsure     14 9% 11 14% 38 17% 

Not really     27 17% 10 12% 37 16% 

No change     40 26% 23 28% 76 33% 

Valid Total     156 100% 82  100% 230 100% 

Missing     26       74  

Total     182   146   304  

Enables you to feel more positive, confident and independent 

Significant improvement     51 33% 20 24% 42 19% 

Small improvement     45 30% 26 31% 59 26% 

Unsure     11 7% 7 8% 42 19% 

Not really     23 15% 10 12% 30 13% 

No change     24 16% 21 25% 54 24% 

Valid Total     155 100% 84 100% 227 100% 

Missing     27       77  

Total     182   146   304  

  


