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Discussion Points 

• Research sustenance 
– Having capacity to undertake research 

– Focusing on a certain topics 
• Basic research – self-originated  

• Applied research – responding to policy or social needs 

• Translational applications 
– Impact, dissemination, marketing findings 

• Financing 
– Government, foundations, industry, contributions 

– Building capacity – via collaborations with universities, other sources of 
scientists 



LAY THE 
FRAMEWORK 

FOR A RESEARCH 
PROGRAM 

Pick an issue of topic that 
resonates with needs 

• Normal aging 
• Pathological aging 
• Family supports for aging 
• Alzheimer's & dementia 
• Promoting wellness 
• Medical and health conditions 
• Effects of earlier lifestyles on older age 
• Syndrome specific aging effects 
• Older age adapted housing 
• Social connections and networks 
• … and so on 

Topics for studies in aging 



Examples 

– Question: How do aging-related neuropathologies affect 
people with ID and their care?  

 

Approaching the research question 

• Defining questions to be researched 

• Partnering with sectors affected – e.g., health, public health, dementia, 
ID, disability organizations, industries (pharma, housing, etc.) 

• Designing studies that are practical and fundable 

• Considering costs (expense) and benefits 

• Practical timelines and accessible populations 

 



Implications for Brazil of the 2016 International 
Summit on Intellectual Disability and Dementia 
Em outubro de 2016, um grupo interdisciplinar representando países da América do Norte e do 
Sul, bem como Europeus reuniu-se em Glasgow, na Escócia, para examinar questões relativas aos 
adultos com deficiência intelectual (DI) afetados por demência e para produzir recomendações e 
diretrizes referentes às políticas públicas, práticas e pesquisa.  
O objetivo deste artigo é informar os resultados relevantes da Cúpula aos pesquisadores, clínicos 
e organizações não-governamentais brasileiras que atuam no campo do envelhecimento e da 
demência, e estão envolvidos no desenvolvimento do plano nacional de demência.  
Três temas centrais foram discutidos na Cúpula:  

i) Direitos humanos e recursos pessoais, 
ii) Serviços personalizados e apoio aos cuidadores, e 
iii) Advocacia e impacto público.  

A exploração dos temas destacou as variações entre os países e revelou visões consensuais em 
questões como redes internacionais, orientação para práticas e defesa de direitos em nome de 
pessoas com DI afetadas por demência e suas famílias.  
Os autores descrevem os desafios que o Brasil deve enfrentar em relação ao envelhecimento e à 
demência e apresentam recomendações para atender às necessidades de adultos com DI 
afetados por demência nesse cenário; ambos aspectos contribuem para o desenvolvimento do 
plano nacional de demência. 
Dos Santos, F. H., Janicki, M.P., & Watchman, K.  (2018).  Highlights from the International Summit on Intellectual Disability and Dementia: Implications for Brazil.  Dementia & Neuropsychologia, Oct-Dec, 12(4), 329-336.  doi: 
http://dx.doi.org/10.1590/1980-57642018dn12-040001. 



Implications for Brazil of the 2016 International 
Summit on Intellectual Disability and Dementia 
What were the main recommendations?  The Brazilian national plan should include 
initiatives such as:  
i) establishing regular dementia screening and follow-up after age 40 for adults at high 

risk (such as those with Down syndrome);  
ii) adapting and translating into Portuguese, instruments for screening and diagnosis of 

dementia in persons with ID;  
iii) initiating systematic and regular epidemiological studies investigating medical, social, 

and economic markers regarding people with ID living with dementia;  
iv) developing and implementing training programs for the personnel who work with 

people affected by dementia and ID;  
v) expanding the options for community care of persons with dementia;  
vi) engaging people with ID in proactive actions towards healthy ageing, such as adequate 

diet, physical exercise, stimulation of cognitive skills, and socialization; and 
vii) investing in education of society aiming to raise awareness and understanding on how 

dementia affects adults with ID.  

Dos Santos, F. H., Janicki, M.P., & Watchman, K.  (2018).  Highlights from the International Summit on Intellectual Disability and Dementia: Implications for Brazil.  Dementia & Neuropsychologia, Oct-Dec, 12(4), 329-336.  doi: 
http://dx.doi.org/10.1590/1980-57642018dn12-040001. 



Turning knowledge and science into research 

• Finding an issue that resonates with the greater community 
and satisfies a need in the ID community 

• Building capacity to undertake research via 

– Identifying research needs 

– Publishing results of issue meetings and pilot studies 

– Collaborating with other institutions – such as university programs 

– Develop joint projects that attract attention 

– Interesting funders in supporting a research program on the issue  



STRATEGIES 

Setting the Stage 

Prior to being able to get funds, it is useful in 
being recognized as a source of sound research 
 

• Having on staff (or via consultations) 
people who are researchers and who have 
demonstrated recognized work 

• Connecting with educational institutions – 
universities – that have academic 
departments specializing in the areas for 
which you want to get funds 

• Obtain cross-appointments at universities 
and be part of the author lines on 
published work 



Setting the stage 

• Prior to getting funds, it is useful to being recognized as a 
source of expertise 
– Having appointments to government commissions or groups 

associated with the topics that you may want to research 

– Getting known by the civil servants who work in ministries associated 
with the topics you may want to research 

– Developing a relationship with a ‘champion’ who is an elected state 
or federal politician 

– Arrange for stories in the media/press related to the topic you may 
want to research 



Strategies of fundraising for research in ID and 
ageing and international opportunities 

• Scanning sources for international funding 

– Developing collaborative connections with groups or universities 
undertaking research in countries or areas with available research 
grants for international efforts (e.g., USA, European Union, Japan) 

– Present work at international conferences related to ID, aging, public 
health, or other areas 

– Be involved with activities at the World Health Organization (as well 
as PAHO (Pan American Health Organization) and United Nations 

 

 

 



Diversity of fundraising in private and public sectors, 
partnership with non-profit organizations 

• Identify sources of funding and their requirements 
– Invest in staff who can ferret out potential sources of funding 

• Plot out costs associated with research effort and 
communicate with various groups for donations or grants 
– Raise funds via donations and various fund-raising events 

• Some funds need to be allocated for in-kind or match; having a 
funds pool dedicated to research can serve that purpose 

• Look for potential businesses that are interested in research 
topic – ask for grants or donations 



Possibility of fundraising with pharmaceutical companies, major 
donors and influencers – individuals, trusts and companies – with a 

view to maximizing their support for research 

• Construct a funds-raising strategy – using personnel skilled in 
fund-raising (‘development staff’) 

• Hold community events that involve potential funding sources 

• Have influential persons on board of directors for organization 

• Spin off research program into an ‘institute’ so it develops its 
own reputation for excellent work 



Some final comments 

• Viability – Research efforts have a lifespan   
– Researchers move on, topic is exhausted, funds for topic dry up 

 

• Self-renewal – Continual re-assessment of purpose and focus on 
research efforts 
– Need internal process for self-evaluation of efforts, avoid ‘topic 

preciousness’ (where egos trump practicality), look for new ideas and 
trending issues 
 

• Having realistic expectations – Not everyone will be excited or 
enamored with research 
– Getting support for research program and efforts involves marketing and 

awareness of utility to the greater world  
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