
2015 Allied Professionals Forum Overview 
 
Steve Bell, Co-chair of the APF, gave the welcome remarks and Carol Birks, Chair of the 
International Alliance of ALS/MND Associations opened the program with a brief presentation 
on the history of the APF and Alliance. The morning session then began with presentations 
around the theme of caregivers.  
1 Tanya Peterson (ALSA Michigan Chapter-USA) presented on the “Caregivers’ Academy” 
developed by the Michigan Chapter of ALSA to provide educational services to caregivers.  The 
program is in partnership with a local home care agency and provides demonstrations and 
actual hands-on training for CALS. Since the program was initiated in May of 2015, 24 caregivers 
have participated and feedback has been positive. They plan to expand the program and 
currently nurses provide the training, but they are looking to add other disciplines in the future. 
 
2 Steve Bell (MND Association-England, Wales and Northern Ireland) reported on “Developing a 
carer-led approach for support” based on the MND Association’s survey of caregivers. Bell’s 
excellent presentation gave us insights into his own personal caregiving experience as well as 
those of CALS. The typical carer, they found, was a woman in her 60s retired with no children 
living at home. To address the key concerns that were found by the survey, the MND 
Association has implemented a carer’s action plan. They revised the Carers’ Guide and 
introduced a Carer’s Grant.  They are promoting the use of the Carer’s Assesment Tool and the 
development of educational resources for carers for use in their clinics.  
 
3 Samar Aoun (Curtin University, Western Australia) presented on a similar survey that was 
done in Western Australia using the Carer Support Needs Assessment Tool (CSNAT). Their 
survey also found the typical caregiver to be a female, mean age of 64, married taking care of 
their spouse, and retired. She reported that they found 4 priorities in their survey: 1) knowing 
what to expect in the future, 2) knowing who to contact if concerned, 3) equipment needs, and 
4) dealing with feelings and worries. The benefits to using the CSNAT was that it helped to 
identify issues that might not have otherwise come up, it allowed the caregivers to look deeper 
into their own needs, and it acknowledged the caregivers. It was however, a challenge to 
complete the full survey and to know when was the appropriate time to administer it. There 
was a consideration that even if the full CSNAT could not be performed the issue should be 
brought up and that it should become a standard of practice.  
 
4 Tammy Soukup (VA Medical Center Milwaukee, Wisconsin, USA) was the next presenter and 
she spoke on “Communicating with ALS/MND patients that have dementia.” By using a 
framework for communication, she showed us how we, as healthcare professionals, could make 
changes in how we communicate with individuals with dementia, and how their caregivers 
could use this framework. The VERA communication tool stands for Validation, Emotion, 
Reassure, and Activity. By using this tool, we will be able to better focus on the person, not the 
disease, and thus be better able to address their needs and provide compassionate care. 
 
5 Judy Lyter (ALS Association Greater Philadelphia, Penn State Hershey, Pennsylvania, USA) 
presented on administering the Edinburgh Cognitive and Behavioral ALS/MND Screen in clinic 



and the information it can provide to the team. The ECAS is administered by the nurse 
counselor or the research coordinator during the clinic visit and feedback is given to the 
multidisciplinary team at the end of the visit. Follow-up time with the caregiver is offered by 
the nurse counselor for support.  
 
Following a break for Morning Tea, the program resumed with more work surrounding 
caregivers or family members of people with ALS, as well as the PALS themselves. 
 
6 Samantha Neumann (Insight Medical Genetics and Les Turner ALS Foundation, Chicago, 
Illinois, USA) stressed the importance of having a genetic counselor available to individuals with 
ALS in her presentation on “Parental disclosure of Familial ALS/MND diagnosis and mutation 
status to children: Perceptions of young-adult offspring.” Their research involved interviews 
with eight individuals whose parents were diagnosed with FALS. They found several themes 
emerged: Disease Awareness, Communication, Presence of ALS, Beyond Control, Protection, 
and Testing Motivation. Disease Awareness varied among participants and most wanted to at 
least have the option of information. Communication styles and preferences were noted and 
there is potential for genetic counselors to facilitate the disclosure process. Participants felt 
their lives became beyond their control with the ALS diagnosis of their parent. Children had a 
tendency to want to protect their parents. Testing motivation centered around the desire to 
regain control or decrease stress. The questions that followed the presentation also added to 
the discussion with perspectives from audience members who were FALS or their children. 
 
7 Melinda Kavanaugh (University of Wisconsin-Milwaukee, USA) described the unexpected 
outcome of a research project interviewing young carers. They found at the end of each 
interview, the participants were reporting positive psychosocial benefits from participating in 
the research. They felt they were finally being acknowledged. She recommends that more 
research and support be done with this group. 
 
8 Rebecca Axline (Houston Methodist Neurological Institute, Texas, USA) presented an 
interesting perspective on burnout, burnout that affects the people living with ALS/MND. She 
first described what burnout might look like in ALS, and what the possible causes were. She 
then described a wellness model that could be used to address this. The response she has 
received indicates that individuals are looking for this type of information and assistance.  
 
9 Shivangee Thorne (Carolinas ALS Center, Charlotte, North Carolina, USA) then presented us 
with useful tools for initiating end-of-life discussions with people living with ALS. The 
development of these tools took into account the difficulties on both the health care provider 
and patient side. The documents they have developed give the clinic team an objective means 
of discussing a difficult subject.  
 
10 Laurie Fieldman (Les Turner ALS Foundation, Chicago, Illinois, USA) presented on Personal 
Death Awareness, one’s own feelings about illness or death. It was meant to raise the health 
care professional’s self-awareness so they can better address the needs of the people living 
with ALS and their families.   



 
Following a break for lunch and networking, the program continued with the theme of 
respiratory and nutrition considerations.  
 
11 Jennifer Armstrong (Northwestern University, Les Turner ALS Foundation, Chicago, Illinois, 
USA) presented a comprehensive overview of common respiratory issues and interventions. 
She began the discussion with respiratory assessments, then discussed different devices and 
their timing with an emphasis on education, and then ended with special considerations for 
individuals on non-invasive or mechanical ventilation at home.  
 
12 Julie Young (Oxford Sleep and Ventilation Service, MND Association, UK) described a 
program in the UK they started on “Improving the respiratory referral and assessment 
pathway.” By making a simple yet important change in the respiratory pathway to include pulse 
oximetry at the clinic visits, the team was able to significantly cut their time to delivery of 
respiratory equipment. They gave credit to attending the APF as a catalyst for reflecting back on 
their own practice and making changes. 
 
13 Emily Plowman (University of Florida, USA) presented updates on her work on the 
evaluation and treatments of airway protection and dysphagia in ALS/MND. She reported the 
Eating Assessment Tool (EAT-10) and expiratory measures of cough are easy to administer 
screening tools that could be meaningful aides in clinic. Using these tools, they were able to 
differentiate between safe and unsafe swallowers. She recommended their use as a tool for 
early detection of at-risk patients.  
 
14 Crystal Collinge (Alberta Health Services, The ALS Society of Alberta, Calgary, Canada) 
presented work by her and Tiffany LaFleur on “Improving the eating experience for people with 
ALS/MND.” They wanted to address the issues surrounding compromised nutritional status and 
reduced quality of life for PALS at meal times, so they developed a hands-on class to teach 
PALS/CALS about diet modification and improving nutritional intake. The sessions were 
conducted in their Wellness kitchen and the response from the attendees was positive. They 
especially enjoyed the interactive engagement and the support from each other. 
  
The final session after a brief break, focused on assistive technology and equipment.  
 
15 Karen Pearce (MND Association, UK) began this session with a description of their project to 
develop a wheelchair pathway and prescription which was not only affordable to statutory 
wheelchair services, but would provide PALS with the right equipment at the right time. They 
identified three key components, the pathway, the specialist therapists and the powered neuro 
wheelchair components. This model and the pathway have been documented as best practice. 
She is looking to collaborate with others outside of the UK next. 
 
16 Karol Conners (Calvary Health Care Bethlehem, Melbourne, Australia) appropriately followed 
up with her presentation on “Assistive Equipment use by people with MND/ALS in Australia.” 
Their objectives were to look at the type of equipment prescribed, the length of time since 



symptom onset and the phenotype. Basically, who needs what and when do they need it. She 
gave an excellent presentation on all of their findings including percentage of people using 
different types of devices and breaking that down into different phenotypes. Their plans now 
are to look across time and develop guidelines for therapists on equipment use. 
 
17 Jennifer Benson (Northern Lincolnshire and Goole NHS Foundation Trust, UK) gave a 
heartfelt presentation on the benefits of voice banking for individuals with ALS/MND. She 
specifically demonstrated Model Talker, and described their ability to go out into the field to 
assist the families. They recommend initiating voice banking early in the ALS discussion.  
 
18 Alisa Brownlee (ALS Association, USA) was the final presenter of the day, finishing the 
assistive technology session with a presentation on “Using mainstream technology for 
communication systems for people with ALS/MND.” She covered many different options, with a 
focus on high tech options such as smartphones, tablets and laptops. She even gave us a 
glimpse into the future with wearable devices and brain computer interfaces. 
 
Sara Feldman (ALS Hope Foundation, USA) then closed the program with a “Thank You” to all of 
the presenters and to Rod Harris (MND Victoria, Australia) previous Co-chair of the APF who 
was unable to attend this year’s conference.  All of the attendees left with new knowledge, new 
plans and ideas, and new friends. That there are smart, kind, passionate health professionals 
working every day to ensure that the physical psychological and emotional needs of the people 
they work with are being met is surely not in question after this event. 
 
 
 


